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Individuals’ experiences with seeking, receiving and using health information required to 
assist with the self-care of thyroid disorders 
. 
In Australia, thyroid conditions are the second most occurring endocrine disorder after 
diabetes and contribute to the significant societal burden attributed to chronic illness.  
Accessible and reliable information enables individuals to understand their condition and
employ appropriate self-care practices. Global literature suggests correlations exist between 
health literacy and abilities to find, understand and implement information; however, the 
information seeking needs and behaviours of people with thyroid disorders remains 
unexplored.    
This research aims to contribute to the understanding of people’s experiences with seeking, 
receiving and using thyroid related health information required to assist with self-care 
practices.  Understanding these experiences within the Australian context can inform health 
professionals on information provision to help improve thyroid management and patient 
outcomes.  
This study used an interpretive description methodology guided by Albert Bandura’s self-
efficacy theory and Australian chronic illness management frameworks. Data reflecting 
participants’ lived experiences were collected via focus group and individual interviews 
from nine adults with a thyroid condition and analysed using thematic analysis.  
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Four themes were identified from the analysis of qualitative data: ‘Needing knowledge and 
understanding’, ‘beginning to lose faith’, ‘needing affordable and collaborative support’ and 
‘doing it my way’. Findings revealed participants developed feelings of mistrust and 
frustration as a result of the barriers to information acquisition and provision and additional 
experiences of ineffective and costly thyroid management emerged.  
The participants’ lived experience identified outcomes of unmet information and healthcare 
needs as affecting self-management success. Ongoing symptoms despite medical intervention 
facilitated the undertaking of both credible and questionable self-guided research and 
management approaches. Receiving thyroid information at the time of diagnosis, with 
opportunities for ongoing consolidation of knowledge, could assist to improve patient 
wellbeing and foster more positive self-care practices.  
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Chapter 1. Introduction 
This thesis explores the experiences of individuals seeking, finding and using thyroid related 
health information, to help self-manage their condition. The prevalence of thyroid disorders 
is steadily increasing worldwide (DOHA, 2017; ATF, 2018; Walsh, 2016). With this 
increase, there is substantial pressure to encourage people in all communities, to self-manage 
these conditions more effectively, in order to reduce the economic and non-economic burden 
of chronic illness (COAG Health Council, 2017). The current body of evidence explores 
diverse areas related to thyroid conditions, however, is scant regarding information seeking 
behaviours. There also appears to be no recent research conducted on this topic within 
Australia, and more specifically, within Western Australia.   
Background to the Study 
Thyroid disorders are a group of endocrine conditions that encompass a variety of chronic 
illnesses such as autoimmune thyroiditis, Graves’ disease, thyroid cancer, thyroid nodules 
and subclinical hypothyroidism and hyperthyroidism. Worldwide, the prevalence of thyroid 
disorders and other chronic illnesses is increasing (ABS, 2018; AIHW, 2014). Iodine 
deficiency remains the most common cause and is attributed to the development of thyroid 
goiters and hypothyroidism (Walsh, 2016). Thyroid conditions are reported as being most
prevalent in developing countries, however the incidence of these disorders appears to be 
increasing in iodine sufficient nations, including the United States of America, United 
Kingdom and Australia (Taylor et.al, 2018; Walsh, 2016), and as such, present a significant 
long-term challenge to public health. The World Health Organization (WHO) considers a 
country’s population to be iodine deficient if the mean urinary iodine concentration is 
below 100 μg/L. In Europe, it is estimated that approximately 44% of children are iodine 
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deficient, whist in Australia, although overall results indicate iodine sufficiency, 12.8% of the 
population, aged 5 years and over, had iodine concentrations of less than 50 μg/L (ABS, 
2013, Taylor et.al, 2018).
The prevalence of thyroid disease is increasing worldwide. Current research suggests that 
global, thyroid dysfunction is estimated to occur between 5% (e.g. Europe) and 12% (e.g. 
America, India, England) of total adult populations (Canaris, Manowitz, Mayor & Ridgway, 
2000, Taylor et.al, 2018), whilst in Australia, the prevalence is currently recorded by the 
Australian Bureau of statistics (ABS) to be approximately 2% (486, 000) (ABS, 2012). 
However, the true prevalence of thyroid disorders in Australia, is believed to be much 
greater; with recent research suggesting that hypothyroidism and subclinical hypothyroidism 
specifically, occurs in up to 10% of adults aged over 55 years and autoimmune thyroiditis in 
12% of Australian adults (DOHA, 2017; ATF, 2018, Walsh, 2016).  
In Australia, thyroid disorders are the second most occurring chronic endocrine condition 
after diabetes (DOHA, 2018; Taylor et.al, 2018; Walsh, 2016). Chronic conditions, including 
thyroid disorders currently account for approximately 30-36% of Australia’s total health 
expenditure (AIHW, 2014; COAG Health Council, 2017) and with current escalating 
prevalence trends, is expected to increase, to as high as 80% by 2030 (Hamar et al., 2013). 
This estimated increase in expenditure, is reflected in the most recent results of the Australian 
National Health Survey, which reported that the number of Australians currently living with 
at least one chronic illness has increased from 42.2% in 2008 to 47.3% in 2018; an increase 
of 5.1% in the last decade (ABS, 2018). Furthermore, the number of Australians having their 
thyroid function tested, has also increased by an estimated 5.7% per year (ACSQHC, 2018). 
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These latest figures highlight chronic illness, inclusive of thyroid disorders, as being the 
largest health challenge Australia currently faces.  
Chronic conditions represent a significant societal burden, accounting for nine out of ten 
Australian deaths (ABS, 2018; Willcox, 2014). More distinctively, thyroid disorders are 
included in the group of endocrine and metabolic conditions that are responsible for 4% of all 
registered Australian deaths (ABS, 2012, 2015, & 2017). Alarmingly, deaths caused by 
malignant thyroid neoplasms have continued to increase over the past decade and accounted 
for 143 Australian deaths in 2017 (ABS, 2018). Recent research also suggests a significant 
link between abnormal thyroid stimulating hormone levels, and an increased risk of severe 
cardiovascular dysfunction and related morbidity and mortality (Cheng, Leonard & Davis, 
2010; Martinez, 2016; Ning et al., 2017). Of further concern, is the suggested links between 
hypothyroidism, major depressive disorder and attempted suicide (Kim et al., 2015; Volzke, 
Baumeister, Appel & Grape, 2015; Wu, Chien, Lin & Chou, 2013). These correlations are 
significant in that cardiovascular disease and mental and behavioural conditions were 
amongst the highest recorded chronic illnesses in Australia from 2017-2018 (ABS, 2018), 
and are a primary focus of current national and international health frameworks.  
In response to the dramatic increase in chronic illness prevalence the WHO, along with 190 
countries including Australia, agreed on a global action plan in 2011 to reduce prevalence 
and to prevent and control chronic illness. The primary aim of the plan is to reduce the 
societal burden and mortality rates attributed to chronic illness by 25% by 2025 (WHO, 
2014). The action plan consists of nine target areas predominantly concerned with lifestyle 
habits such as tobacco and alcohol use, diet and exercise. Unfortunately, this has not been 
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successful thus far, as the global prevalence of chronic illness continues to rise. In addition to 
the global action plan, the Department of Health in Western Australia (DOHWA) produced 
the WA Chronic Health Conditions Framework 2011-2016 and the WA Chronic Conditions 
Self-Management Strategic Framework 2011-2015, which underpinned models of care for 
persons with chronic conditions (DOHWA, 2011). Although the target dates of these self-
management frameworks have surpassed, they are yet to be superseded by other state chronic 
illness frameworks.  
In contrast to state chronic illness self-management planning, in 2017, the National Chronic 
Disease Strategy (2005), was superseded by the National Strategic Framework for Chronic 
Conditions (COAG Health Council, 2017). This national framework differs from the previous 
strategic plan, in that the primary focus is disease prevention and the sharing of information, 
in respect to national health system performance. This current framework seeks to identify 
the health needs and service accessibility for identified ‘priority populations’, rather than the 
previous, blanketed promotion of self-management strategies and health service access, for 
all persons with chronic conditions (COAG Health Council, 2017). In the previous national 
framework, one priority was the promotion of self-management practices for persons with 
endocrine conditions such as diabetes mellitus. However, the current national framework is 
primarily focused on mental illness and Aboriginal and Torres Strait Islander health and 
wellbeing (COAG Health Council, 2017).  The National Strategic Framework for Chronic 
Conditions identifies areas to be actioned that are perceived to be in line with global trends, 
such as the significance of the socio-economic impact of chronic illness, availability of health 
services, and the role of computer technology in empowering people to manage their health 
(COAG Health Council, 2017).  
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Successful chronic disease management partially lies in the patient’s ability to source and 
comprehend information. Health information seeking behaviour refers to diverse    strategies 
and actions employed by the individual, to find information (Cutilli, 2010). Health 
information is sought by individuals and disseminated by health organisations to the wider 
population from a variety of mediums including books, journals, pamphlets (and other 
publications), television, radio, health professionals and the internet.  
Over the past twenty years, advancing computer technology has revolutionised the global 
availability and dissemination of health-related information. The accessibility of vast 
amounts of health-related data, has had both a positive and negative impact on people’s 
information seeking behaviours. Alarmingly, there appears to be a negative link between low 
health literacy and a person’s evaluative and comprehension capability (Diviani, van dan 
Putte, Giani & Weert, 2015). The reasons individuals seek information is diverse and 
dependant on a variety of factors including the stage of the disease, treatment options and 
availability, general health status, support networks, symptoms experienced, as well as 
psychological and social needs (Cutilli, 2010; Higgins, Sixsmith, Barry & Domegan, 2011). 
These influences then transcend onto people’s self-management behaviours and long-term 
health outcomes.  
The challenge with responding to information seeking needs of those with thyroid related 
conditions, is the paucity of available research. Upon conducting the literature search for this 
research study, only two articles were found. One specifically addressed information seeking 
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behaviours of people with hypothyroidism and the other explored the information needs of 
post-operative thyroidectomy patients.   
Significance of the study 
The experiences of individuals seeking, finding and using thyroid related health information, 
has not as yet been explored in depth. With the prevalence of thyroid disorders growing, we 
can expect patients to increasingly seek health information in a bid to understand and manage 
their condition more effectively. The results of the only two studies found, suggest a link 
between literacy level and the type of information sought by adults, indicating that those 
individuals with poorer literacy, tended to seek out health information from friends and 
family, due to difficulties in understanding written information (Patel, Cherla, Sanghi, 
Baredes & Eloy 2013; Perumal, Prasad, Surapaneni, & Joshi, 2015).  
Despite the wealth of available data regarding peoples’ experiences in relation to seeking and 
accessing information and the self-management of diabetes and chronic illness in general, 
there appears to be a lack of publications relating these themes to thyroid disorders. Little is 
known regarding what type of information provision exists for thyroid patients, its quality, or 
whether the available data is what people want or need, to help them self-manage their 
condition effectively. Furthermore, this study is the first in Western Australia to explore these 
concepts in the context of people’s experiences with seeking, finding and using health 
information to help self-manage their condition.  
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Research aims 
The aim of this research is to identify and understand individuals’ experiences with 
receiving and seeking information related to thyroid disorders; the motivations behind 
searching for information, and how each person uses that information to assist with the self-
management of their condition. This understanding would then be used to inform health 
professionals, in order to assist to improve service provision and the overall self-management 
of thyroid disorders.  
Research question 
What are the experiences of people with thyroid disorders who are seeking, receiving and 
using health information to assist with the self-care of thyroid disorders? 
The research question was then broken down into five sub questions to assist with the 
development of the interview questions.  
1. What are individuals with thyroid disorders’ experiences of receiving information related
to their condition? 
2. What strategies and mediums are used by individuals with thyroid disorders, to seek
further health information? 
3. What types of experiences have individuals with thyroid disorders had with regards to
seeking and finding health information? 
4. What motivates individuals with thyroid disorders to seek health information?
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5. What type of information do individuals with thyroid disorders want, in order to self-
manage their condition effectively? 
Glossary of terms 
Autoimmune Chronic Lymphocytic Thyroiditis (Hashimoto’s thyroiditis): The most 
common cause of hypothyroidism, Hashimoto’s disease is an autoimmune thyroid disorder. 
Autoimmune diseases result from the body’s immune system attacking itself. In the case of 
Hashimoto’s, the immune system attacks thyroid cells causing inflammation and lesion 
formation which interferes with the thyroid’s ability to produce hormones. (NIDDK, 2015) 
Chronic Disease: A long-term (> 6 months), progressive disease that causes varying levels of 
morbidity (AIHW, 2015).  
Graves’ Disease:  Most common cause of hyperthyroidism. Graves’ disease is an 
autoimmune disorder. In this instance, the immune system produces antibodies known as 
thyroid-stimulating immunoglobulin (TSI). These antibodies mimic thyroid stimulating 
hormone and trick the thyroid into producing more thyroid hormones than it needs. This 
causes a goitre and lesions to form due to the enlargement of the thyroid gland. (NIDDK, 
2015)
Health Information Seeking Behaviour: Strategies and actions used by people, to find health 
information (Cutilli, 2010). 
Health Literacy: The extent to which an individual can obtain, process and understand health 
information and the services required to make appropriate and informed health related 
decisions (Parker & Ratzan, 2010). 
Malignant Thyroid Neoplasm: Thyroid cancer; which is characterised by abnormal growths 
on the thyroid, usually diagnosed with fine needle aspiration of the nodule in conjunction 
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with scans and symptom presentation (e.g. hoarse voice, neck pain, lymph node 
enlargement). There are four types of thyroid carcinoma: papillary, follicular, medullary and 
anaplastic. (BHC, 2015) 
Integrated healthcare: an approach to healthcare that encompasses collaboration and 
communication between a number of health professionals (APA, 2020).  
Integrative healthcare: healthcare that encompasses both conventional and complementary 
therapies (AIMA, 2018; Kania-Richard & Metcalfe, 2017).  
Integrated practitioner: A practitioner with training in both conventional and complementary 
practices and principles (AIMA, 2018).  
Natural desiccated thyroid extract: An alternative thyroid replacement medication made from 
the porcine thyroid glands (Remedy Health Media, 2020).  
Self- Management: A key component of long-term chronic disease care. Self-management 
gives the patient responsibility over the actions they take and the decisions they make with 
regards to their healthcare long-term. Successful self-management is key to minimising 
morbidity, mortality and recurrent hospital admissions. (Houtum, Rijken, Heijmans & 
Groenewegan, 2015).
Subclinical hypothyroidism: Thyroid hormone levels are within normal range however there 
is an elevation of TSH (thyroid stimulating hormone), (BHC, 2015).
Subclinical hyperthyroidism: Thyroid hormone levels are within normal range however 
there is a reduction of TSH (thyroid stimulating hormone), (BHC, 2015).
Thyroid disease, thyroid disorder and thyroid condition: Terms used interchangeably within 
the literature to describe altered functions of the thyroid gland. 
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Thyroid Gland: Gland located beneath the larynx, which produces thyroid hormones and 
calcitonin and is responsible for controlling multiple metabolic processes including, body 
temperature, heart rate, blood pressure and weight (Healthdirect, 2018; NCI, 2019).
Thyroid Stimulating Hormone: Also known as thyrotropin, is a hormone produced by the 
pituitary gland that stimulates the release of thyroid hormone, from thyroglobulin and the 
growth of thyroid follicular cells (NCI, 2019).
Thyroid toxicity: Certain patients with Hashimoto’s also experience thyroid toxicity which is 
a period when the thyroid becomes overactive to the point of toxicity. This may cause the 
formation of a goitre and lesions. (NIDDK, 2015)
Thyroxine: Prescribed, chemical replacement of thyroid hormone; thyroxine (Davoren, 
2008). 
Structure of the thesis 
The first chapter has provided the introduction to this thesis and described the background, 
significance and purpose for this research. It has outlined how this study is guided by one 
research question and contains a glossary of significant terms used within this thesis. 
The literature review essential to this study is presented in the second chapter and explores 
the available literature pertaining to thyroid disorders and chronic illness within Australia, 
self-management of chronic conditions and thyroid disorders and health information seeking 
behaviours.  
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The third chapter addresses the methodology used for this research study. The research 
design, conceptual framework, sample size and setting, data collection methods, and 
description of the data analysis are discussed. This chapter also introduces Albert Bandura’s 
Self-Efficacy theory as the theoretical framework used to underpin the study. In addition, the 
personal assumptions of the researcher, and the trustworthiness and ethical considerations of 
the research are also presented. 
Chapter four presents the findings, along with themes and subthemes that emerged from the 
analysis of the data. The participants demographic information, collected prior to each 
interview, is also described.  
A discussion of the findings, along with limitations and conclusions is presented in chapter 
five. The findings of the study are considered in conjunction with Albert Bandura’s self-
efficacy theory and discussed in relation to the existing body of literature. Lastly, the 
limitations of the study, implications for further research and recommendations are presented. 
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Chapter 2: Literature Review
Introduction 
This chapter discusses the available literature relevant to this current study, which is 
investigating the experiences of individuals seeking, finding and using thyroid related health 
information and the impact this may have on their ability to self-manage their condition.  
Thyroid disorders encompass a variety of chronic conditions, which cause varying levels of 
morbidity. Current trends in chronic disease management suggest the way forward is to 
encourage self-management in order to decrease its societal burden. Knowledge and skill 
attainment with social and psychological support systems provide individuals with the tools 
needed to seek relevant information and to access supportive resources and appropriate 
healthcare. 
Literature selected for this review included works pertaining to health seeking behaviours of 
people with chronic illness and more specifically, those with thyroid disorders. The review 
aims to describe the prevalence of chronic illness and more specifically thyroid disorders in 
Australia, key management issues, self-management principles and the information seeking 
behaviours of individuals with thyroid conditions. Due to the limited availability of thyroid 
specific research, with only two articles located, this literature review will also discuss 
diabetes mellitus as an example of self-management practices and information seeking due to 
the endocrinological nature of the disorder and the commonality in challenges experienced by 
individuals with thyroid disorders and chronic illness in general.  
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The rationale for the inclusion of type 2 diabetes and chronic illness as part of the search 
parameters for this literature review was due to the chronic nature of thyroid disorders. In 
addition, the thyroid gland forms a vital component of the endocrine system. Moreover, the 
inclusion was also due to the large volume of research that has been conducted in the area of 
diabetes, which may provide vital information that could be applied to thyroid disorders.  
Search strategies 
A search of the literature was initially conducted in 2016 and sought to identify literature 
relevant to the research question. Both peer reviewed and grey literature searches were 
undertaken using the databases PubMed, CINAHL, ProQuest, SAGE, as well as Google 
Scholar, Google and searches of the Australian Bureau of Statistics, Thyroid Australia, 
World Health Organisation and the Department of Health websites. As the original literature 
search was conducted in 2016, it was revised again in October 2019, to identify any newly 
published papers. 
The initial inclusion criteria included thyroid disorders and ‘information seeking behaviours’ 
or ‘chronic disease management frameworks’ or ‘chronic disease self-management’. This 
initial search for information returned only 2 journal articles. Due to the paucity of thyroid 
related publications the search criteria was expanded to include another endocrine disorder, 
diabetes mellitus, due to the chronic nature of the condition and the attention given to its 
management. Key words and phrases used for the literature search also included truncations 
reflecting the terms chronic illness, chronic illness self-management, chronic illness 
management, health literacy and information seeking behaviours. Exclusion criteria required 
articles to be published from 2010, with the exception of landmark studies. Studies included 
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were those published in English and were not limited by research design. The expanded 
search returned 750 peer reviewed journal articles. Following a review of the abstracts and 
titles for relevancy and the removal of duplicates, 80 peer reviewed articles remained. Of 
these, 35 articles met the inclusion criteria for the literature review.  
To provide background regarding the aetiology and prevalence of thyroid disorders in 
Australia and globally, it became necessary to conduct a separate literature search using 
Google and Google Scholar to identify the grey literature used in this review. The grey 
literature included publications from the Australian Bureau of Statistics, Thyroid Australia, 
Australian and Western Australian Department of Health and the World Health Organization. 
The initial search returned 3 report papers. However, the expanded search, which included 
diabetes, returned 16 report papers. A visual depiction of the literature search process is 
illustrated in figure 1.  
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Figure 1: Literature search process 
Thyroid disorders and chronic illness in Australia 
Thyroid disorders are a group of endocrine conditions that encompass a variety of 
chronic illnesses including Hashimoto’s thyroiditis, Graves’ disease, thyroid cancer, 
subclinical hypothyroidism and hyperthyroidism. Chronic illnesses are a global concern 
accounting for 60% of all registered deaths (WHO, 2018). In Australia, chronic diseases are 
responsible for nine out of ten deaths (ABS, 2018; Willcox, 2014) and represent a significant 
burden to the healthcare system both from a financial and resource perspective. In 2018, 
47.3% of all Australians reported having at least one chronic illness (ABS, 2018), with the 
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most prevalent being circulatory (18%), mental health (11%), respiratory (10%) and arthritic 
conditions (15%) (ABS, 2012, 2018). Endocrine and metabolic disorders comprise a smaller 
portion of the chronic illness burden but still affect approximately 5% of the Australian 
population with estimations as high as 8.2% amongst Australian Aboriginal and Torres Strait 
Islander peoples (AIHW, 2014). Endocrine and metabolic disorders, inclusive of diabetes and 
thyroid illnesses are also chronic conditions that impact individuals through varied reductions 
of functionality and as such represent a significant societal and economic burden (ABS, 
2012), as well as accounting for 4% of all registered Australian deaths (ABS, 2012 & 2015). 
Furthermore, the number of deaths related to endocrine and metabolic disorders has increased 
in the last decade from 4314 in 2001, to 5754 in 2012 and 6101 in 2013 (ABS, 2012, 2013 & 
2015). Of these, 308 were attributed to thyroid cancers from approximately 2400 Australians, 
in 2012 (Cancer Australia, 2013; Cancer Council, 2014); with an associated 23 deaths in 
Western Australia. Females are much more likely to be diagnosed with thyroid cancer with 
203 cases, compared to 74 male cases reported in Western Australia in 2013 (DOHWA, 
2015).  
Iodine deficiency remains the leading cause of thyroid disease, closely followed by 
autoimmune thyroiditis, which is more common in iodine replete countries including 
Australia (Vanderpump, 2011). Worldwide, thyroid dysfunction occurs in approximately 5% 
of populations (Canaris, Manowitz, Mayor & Ridgway, 2000; Taylor et al., 2018), but can be 
as high as 7.5%, as demonstrated in the Whickham Survey conducted in Whickham, County 
Durham, England (Turnbridge et al., 1977). The number of individuals diagnosed with 
hypothyroidism in the Whickham survey was estimated at 19 per thousand females and one 
in every thousand males (Turnbridge et al., 1977). The prevalence of hyperthyroidism was 
higher again at approximately 27 and 2.3 per 1000 respectively (Turnbridge et al., 1977). 
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Moreover, asymptomatic participants with thyroid antibodies were seen in 3% of the sample 
(Turnbridge et al., 1977). Despite the fact more recent prevalence studies within the United 
Kingdom indicate that thyroid disorders now occur in approximately 12% of total adult 
populations (Taylor et.al, 2018), the Whickham survey remains the largest longitudinal 
thyroid study ever undertaken. Although this research is now over 40 years old, it is still 
considered the gold standard in thyroid illness prevalence research.  
The Australian Bureau of Statistics (ABS) record thyroid disorders as affecting 
approximately 2% of its population (486,000 individuals) (ABS, 2012). However, the true 
prevalence is believed to be significantly greater. According to the Australian Society of 
Clinical Immunology and Allergy (2010), autoimmune thyroid disorders, including 
Hashimoto’s thyroiditis and Graves’ disease, affect 1 in 100 people in Australia and New 
Zealand, with more recent figures suggestive that this may be as high as 12% in Australians 
aged over 55 years (DOHA, 2017; ATF, 2018, Walsh, 2016). In addition, a retrospective, 
cross sectional study conducted by O’Leary, et al. (2006), using data collected from 2026 
participants from a population health study undertaken in Busselton Western Australia in 
1981, demonstrated that subclinical hypothyroidism occurred in 5.1% of the population. In 
addition, elevated thyroid stimulating hormone (TSH) levels were significantly higher in 
women (12.8%, p <.001) over 50 years (11.3%). These results are consistent with those seen 
in the Colorado Thyroid Disease Prevalence Study (Canaris et al., 2000), the Whickham 
Survey (Turnbridge et al., 1977) and the 20 year follow up of the Whickham survey 
(Vanderpump et al., 1995), which suggests that the prevalence of thyroid disorders may be 
closer to 5% of the population, rather than the 2% (ABS, 2012) previously reported.   
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Management considerations for chronic illnesses 
There are several key issues with sustainable, long-term, effective chronic disease 
management. Increasing costs, poor resource availability and the inability of current health 
systems to deliver on-going client care are national concerns. Currently, chronic illness 
accounts for 70% of all Australian health expenditure and the burden is expected to increase 
to 80% by 2030 (Hamar et al., 2013).  
Australia relies heavily on primary healthcare and Medicare to sustain its current health 
system (Browning &Thomas, 2015). Under the direction of general practitioners, patients 
with chronic illnesses are able to undertake a chronic disease management plan or team care 
arrangement plan (Browning & Thomas, 2015). However, limitations have been observed in 
relation to these plans with one key issue identified by Browning and Thomas (2015) being 
the lack of clinicians’ training regarding behaviour change principles. The authors suggest 
more time needs to be allocated to university curricular to address the importance of 
collaboration and understanding behaviour change, to create a professional workforce that 
can deliver quality patient outcomes and foster a collaborative approach to chronic disease 
management. The belief of the benefits of collaboration and combined decision making in 
improving the management of chronic conditions is shared by Novak, Constantini, Schneider 
and Beanlands (2013).  The authors assert that collaboration and shared decision making 
underpin the success of long-term chronic disease management and that this approach is 
fostered by the utilisation of client centred approaches geared to enhance communication. It 
is through patient centred communication that the physician is then able to address the 
individual physical, emotional and social needs of the client, emphasising the importance of 




The positive impact of sound communication and collaboration between patients and health 
professionals in facilitating sustained, positive health outcomes has also been investigated 
from the perspective of the primary care setting. Benham-Hutchins, Staggers, Mackert, 
Johnson and deBronkart (2017) conducted an exploratory study to investigate the experiences 
of patients with chronic illness in relation to health information sharing during their stay in 
hospital. The study used convenience and snow ball sampling to obtain a final sample of 34 
adults (88% female) diagnosed with a chronic illness. The data was captured using an online 
survey containing both limited choice and open-ended questions regarding the participant’s 
hospital experience. Using both descriptive statistics and thematic analysis, the authors 
findings highlighted that although most participants wanted to understand their condition and 
be actively involved in decision making, they had experienced poor inter-professional and 
practitioner-patient communication and collaboration during their hospitalisation, which 
impacted their ability to be an active participant in their care. Poor communication and 
collaboration, alongside perceived experiences of being ignored, as well as the inappropriate 
use of medical jargon by health professionals were seen to interfere with the participants 
ability to develop self-management skills during and post their hospital experience.  Although 
the use of convenience and snowball sampling and the majority of participants being female 
were limitations of this study; the results shed an important light on the impact of poor 
patient-practitioner communication and collaboration on the patient’s ability to initiate 
positive self-management practices.  
 
Patient centred approaches and shared decision making extends to the provision of client 
education. The importance of education regarding lifestyle choices and management is 
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highlighted in a study by Kim, Cho and Yoon (2015). In this paper the authors suggest that 
patients who are considered high risk but stable need to be educated regarding lifestyle 
choices and lifestyle management through the provision of education and information that is 
relevant to their individual needs. The authors argue that current health systems lack the 
resources and finances needed to sustain a client centred approach long-term and raise 
concerns as to the continued ability of current health systems to address the increasing 
prevalence of chronic illness and their accompanying morbidities.  
Australia has attempted to address these issues by shifting the focus to the modification and 
reduction of risk factors and behaviours that underpin chronic illness progression. One 
strategy introduced by the Australian government to help decrease pressure on the current 
health system and attempt to reduce hospitalisation rates was to involve private health funds. 
Since 2007, Australian health funds have been able to offer members “broader health cover” 
(Browning & Thomas, 2015; Hamar et al., 2013), providing services such as client centred, 
chronic disease management programs, which were previously only provided by hospital-
based organisations.  
The effectiveness of “broader health cover” services has been demonstrated in a number of 
research papers including a retrospective, quasi-experimental study conducted by Hamar, et 
al. (2013). This study investigated the effectiveness of the ‘My Health Guardian’ (MHG) 
program, which is offered to Australian health fund members with diagnosed chronic 
illnesses. The program aimed to provide a personalised online support system inclusive of 
assessments, action plans, lifestyle and behaviour tracking. The program also provided clients 
with registered nurse support to address areas of concern identified by the client.   
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Using data collected from the program files, the convenience sample of 28,130 were 
separated into a treatment (split into treatment subgroups-diabetes and heart disease) and 
comparison group. The program’s interventions were evaluated at 12 and 18 months. 
Utilising multivariate logistic regression analysis, the results indicated a significant decrease 
of hospital admissions rates overall at 18 months and a significant reduction of hospital 
readmissions in the treatment group. Although the diabetes treatment group demonstrated 
improvement, the decreased rate of readmissions was not statistically significant. 
Furthermore, the effect of treatments was significant in both groups at the 12 and 18 month 
evaluations. The authors suggest that the reduction in readmission rates may be attributed to 
the inclusion of six registered nurses, care-support, telephone calls administered over 18 
months and that this intervention alone has the potential to significantly impact healthcare 
utilisation. While this study demonstrates the benefits of a long-term, patient centred, chronic 
disease program, convenience sampling limited generalisability to the wider population and 
the retrospective nature of data collection has the potential to negatively impact the validity 
of the findings due to the risk of selection and information bias (Hamar, et al. 2013). 
To examine the long-term effectiveness of the MHG program and evaluate if the findings in 
the first study were sustained over a 4-year period, a four-year follow-up, quasi-experimental, 
retrospective cohort study was conducted by Hamar, et al. (2015). In addition to the elements 
measured in the 2013 study, hospital costs were also evaluated to estimate the overall 
financial impact of the MHG program. A convenience sample of 38 416 was selected and 
comparable study groups formulated (treatment and comparison). The authors’ findings 
indicate an average reduction of hospital admissions of 11.4% and 36.7% in readmission 
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rates. Furthermore, treatment groups were significantly less likely to have one or more 
hospital admissions (27%) or readmissions (45%) than the comparison group. Financial 
savings were seen to increase yearly in the treatment group and peeked at approximately 
$1500 in 2013 however overall, cumulative savings over the four-year evaluation period was 
estimated at $3,549. The authors suggest that the cost savings were directly linked to 
members’ reduced need to access interventions offered within the MHG program, as their 
health outcomes improved.  
 
The effectiveness of chronic disease self-management programs has also been investigated 
using a number of education workshops for people with diabetes. A quantitative study 
conducted in the United States by Lorig, Ritter, Ory and Whitelaw (2013) investigated the 
effectiveness of a diabetes focused chronic disease self-management program consisting of a 
number of education workshops. Topics addressed in the workshops included diet and 
exercise, symptom and sleep management, pain, fatigue, medications, communication, 
problem solving and action planning as well as dealing with emotive states such as 
depression and anger.  The study included a convenience sample of 114 adults (81% female) 
with an HbA1c result of 6% or above. Blood samples and questionnaires were used for data 
collection at study commencement, six months and 12 months. Although the results 
illustrated statistically significant improvements in health and behaviours such as sleep 
management and days of exercise, there was no reduction in general healthcare utilisation 
(general practitioner visits and emergency department presentations). There was however a 
significant reduction in hospitalisation rates. Although findings were limited by the small size 
of the sample, the improvements illustrated in this study, however small, did illustrate 




Primary healthcare management plans provided by general practitioners and healthcare teams 
are considered an important component of chronic illness management but have been shown 
to be underutilised. The underutilisation of general practitioner based management plans was 
demonstrated in a cohort study conducted by Vitry, et al. (2012), with a convenience sample 
of 88 128 adults aged 65 and over and with at least one chronic illness. Databases of the 
Australian Department of Veterans’ Affairs were searched over a two year period to compare 
the utilisation of general practitioner management plans (GPMP) against team care 
arrangements (TCA). The database search indicated that 26.1% of the sample had a GPMP 
while 12.6% a TCA. These results indicated poor utilisation of all management plans. The 
results also indicated that those members who had a GPMP tended to have more 
comorbidities (p<.001). Although the use of GPMP’s was low, the authors assert that patients 
on the program illustrated significant receipt rates of health assessments, medication reviews 
and nursing services. Furthermore, the highest use of GPMP’s was seen in patients with a 
diagnosis of diabetes. The authors suggest that this was primarily due to the patients’ need for 
ongoing education.     
 
From the perspective of thyroid disorders, a further issue in relation to the underutilisation of 
chronic illness management plans may lie in the physicians’ lack of understanding of thyroid 
disorders and possible confusion regarding appropriate interventions. These issues were 
highlighted in a recent qualitative study by Dew et al., (2018), which investigated the 
perceptions of healthcare professionals in relation to the management of hypothyroidism in 
general practice. A purposive sample of nine general practitioners, four pharmacists, two 
practice nurses and one nurse practitioner from rural and urban practice settings, participated 
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in individual interviews. A grounded theory approach was used to gather information of the 
participants experiences, attitudes and perceptions regarding the treatment of hypothyroidism. 
The authors findings indicated that confusion existed regarding the implementation of thyroid 
replacement therapy for symptomatic patients with borderline thyroid stimulating hormone 
(TSH) levels. The findings also indicated that general practitioners often had difficulty 
reconciling thyroid disease as a causative factor in patients that had continued symptoms but 
‘normal’ TSH values. In addition to these findings, there was a tendency for practitioners to 
not provide their patients with information regarding the effects of hypothyroidism, nor was 
there a tendency to provide the patient with written information to assist in their 
understanding. Although the small sample size was a limitation of this study, limiting its 
generalisability and there appeared to be a lack of the nurses’ perspectives represented in the 
results and the discussion; this study still provides important insights into some of the barriers 
that exist in relation to the provision of comprehensive and collaborative thyroid illness 
management. 
Overall however, these studies are suggestive of the positive impact chronic disease 
management programs may have on the reduction of resource and financial stressors placed 
on the current health system. In addition, they emphasise the importance of individualised 
management plans and the positive health outcomes that a patient centred approach may 
produce. Autonomy is further maintained with the choice of either undertaking self-
management strategies solo or in conjunction with health professional based management 
plans.  
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Self-management of chronic conditions and thyroid disorders 
There is a plethora of literature available investigating chronic illness and the concept of self-
management. There is also however, a paucity of research pertaining to the self-management 
of thyroid disorders. As a result, the literature to be discussed in the following section will 
focus on diabetes mellitus due to the endocrinological nature of the disorder and subsequent 
management issues that diabetes may have in common with thyroid conditions. This portion 
of the literature review will also focus on the general process and concepts related to self-
management in various contexts (e.g. rural), as well as the challenges associated with 
managing a chronic illness.  
Chronic illness, regardless of pathophysiology presents common challenges for the patient, 
including the ability to recognise symptoms early, effective and correct use of medications, 
and the development of coping strategies to address psychological stressors (Schulman-
Green, et al., 2012). The development of sound communication skills is also essential as it 
enables the patient to cope with long-term engagements with healthcare services (Benham-
Hutchins et al., 2017). Effective self-management of chronic illness involves the patients’ 
ability to modify lifestyle behaviours in order to produce sustained positive health outcomes. 
Self-management requires a collaborative effort including the patient, family, healthcare 
professionals and community organisations, to assist the individual to manage symptoms, 
treatments and lifestyle changes, as well as the psychological and social stressors associated 
with their chronic condition (Kamradt et al., 2014; Liddy, Blazkho & Mill, 2014; Sav et al., 
2015; Schulman-Green et al., 2012; Whitehead, Jacob, Towell, Abu-qamar & Cole-Heath, 
2017).   
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Research has identified several stages to the self-management process. A qualitative 
metasynthesis of 101 articles identified three stages: illness needs (skills necessary to address 
bodily needs and concerns); accessing resources (family, friends, healthcare professionals and 
organisations, community resources, psychological, social, spiritual and cultural support 
systems) and the process of being able to live with a chronic condition (development of 
coping skills, processing and addressing emotional needs and behaviour modification) 
(Schulman-Green et al., 2012). The authors noted that self-management is an ongoing 
process as a patient’s ability to live with their disorder changes overtime and is largely 
influenced by the state and stage of the illness. 
Within Australia, recent research investigates self-management of chronic disorders within 
the rural context, with particular focus extended to the health of Aboriginal and Torres Strait 
Islander peoples. A qualitative study consisting of 32 semi-structured interviews of patients 
diagnosed with various chronic conditions including diabetes mellitus identified two core 
themes related to self-management: limited healthcare access and geographical and social 
isolation (Sav et al., 2015). The authors emphasise that the majority of patients interviewed 
identified geographical isolation and limited healthcare service availability and access as the 
main barriers to achieving effective long-term self-management goals. Transport and 
financial costs related to seeking appropriate healthcare and treatment also impeded self-
management efforts for many participants. Moreover, few participants stated that they had 
attended a formal, rural specific ‘chronic disease management program’; however, the impact 
of this was not investigated or discussed. Though, the authors did note that due to the 
participants’ geographical isolation, a higher level of self-reliance was observed and as a 
result, patients utilised alternative health providers (e.g. naturopath) and learned to manage 
their condition within the constraints of their environment. Although this study identified that 
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people living in rural locations were able to make adjustments to meet their care needs and 
access healthcare; the purposive, non-random sample may have generated some bias of 
results as it is possible that more at-risk clients were not recruited for the study. Sampling 
method may also limit the generalisability of the results to the wider population.   
Endocrine and metabolic disorders affect an estimated 8.2% of the Australian Indigenous 
population (AIHW, 2014). A 2013 quantitative study by Harvey, Petkov, Kowanko, Helps 
and Battersby (which was a component of a larger mixed methods research project) 
investigated the effectiveness of chronic disease management programs and self-management 
strategies implemented in three South Australian Aboriginal communities. Longitudinal data 
(including all interventions and health related activities up to 10 years) collected and analysed 
from 36 patients indicated significant changes to HbA1c levels (p<.001), body mass index 
(p=.047), triglycerides (p=.044) and total cholesterol (p=.000). The authors argue that these 
results illustrate the association between structured chronic disease treatments and self-
management approaches with improved long-term patient health outcomes. While this study 
provided insight into the benefits of structured self-management approaches, the small 
sample group limits the generalisability of the data presented. In addition, while the specific 
chronic conditions were not highlighted in the paper, the clinical indicators analysed (e.g. 
HbA1c) are suggestive that the sample group may have predominantly had a diagnosis of 
diabetes mellitus.  
The positive impact of chronic disease self-management practices and lifestyle choices 
should not be underestimated. This is exemplified in a qualitative, Jerusalem based study that 
indicated that poor adherence to self-care management interventions was the largest barrier to 
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long-term improved health outcomes (Daoud, Osman, Hart, Berry & Adler, 2015).  The 
research consisted of structured interviews and a convenience sample of 230 patients 
diagnosed with type 2 diabetes. High HbA1c levels (>7%) were seen among 71.3% of the 
sample group and 51% of participants did not monitor their blood glucose. The poor 
acquisition of professional advice was also noted with only 28% of participants stating that 
they had received guidance from a health expert. Poor lifestyle choices were also evident as 
64% of participants reported they did not follow a low fat diet nor did they exercise (84.8%). 
In contrast, the results also indicated that 95.7% of participants took their medications 
regularly and attended to foot care (77.4%). The authors argue that the lifestyle habits 
exhibited by the sample may be attributed to practising specific cultural and spiritual beliefs. 
Furthermore, the authors highlight that more chronic illness specific interventions are needed 
to encourage patients to actively participate in self-management practices.   
Active participation by individuals in the management of their chronic disorder facilitates 
more effective long-term health outcomes. A New Zealand based study investigating the 
impact of patient centred care interventions on 185 individuals illustrated significant and 
sustained improvements in HbA1c levels (p<.001) in participants with type 2 diabetes 
mellitus (Titchener, 2014). Increased knowledge and understanding of type 2 diabetes was 
reported in 98% of the sample. Improved self-management practices over a two-year period 
were reported by 96% of participants that completed the questionnaire 6 months after
discharge from the diabetes service. The author argues that patient centred approaches are 
cost effective and encourage client responsibility and behaviour modification, which 
positively impacts health outcomes. Furthermore, the author attributes the success of chronic 
disease self-management interventions to patient knowledge and skill attainment, closely 
scheduled appointments with health professionals and client collaboration. The author 
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concedes however that although patient involvement and collaborative decision making are 
desirable, the problem lies in the lack of congruency of evidence that highlights how best to 
achieve patient centred strategies in a busy clinical environment.  
Encouraging client knowledge and skill attainment to promote self-efficacy is a core 
component of successful self-management of chronic conditions. One method utilised to 
address this need is the internet. A quantitative study conducted in South Australia examined 
the impact of an internet based chronic disease management program. The research consisted 
of a convenience sample of 254 participants diagnosed with chronic illness and with a median 
age of 45 (Lorig, et al. 2012). Participants completed a baseline, 6 and 12 month online 
questionnaire and 229 of the sample also completed the online workshop component of the 
study. Participants reported a number of chronic disorders (average of 1.9 conditions), with 
26% reporting a diagnosis of type 2 diabetes mellitus. At six months, 75% of participants 
reported improvements in symptoms experienced, health behaviours and utilisation of 
healthcare, which illustrated some level of lifestyle modification. The authors stated that self-
efficacy to manage chronic illness, communication with physicians and exercise 
demonstrated significant improvements at six months when compared to baseline reports 
(p<.001). Furthermore, these improvements were maintained after one year and there was a 
significant reduction in emergency presentations, inferring there had been long-term lifestyle 
modification.  
The research findings of a 75% reported improvement of symptoms experienced by patients 
after six months, illustrated the benefits of online delivered chronic disease management 
programs, particularly in remote areas (Lorig, et al., 2012). There were however, several 
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limitations; firstly, the convenience sample was predominantly individuals from rural 
settings, limiting the generalisability of results to the wider population. Moreover, in order to 
successfully participate in the online delivered program, participants needed to be literate and 
have access to the internet, which may generate data bias as more at risk individuals may not 
have been able to participate in the program. None the less, this study does demonstrate the 
possibilities for multimodal chronic disease management program delivery and the positive 
impact on self-management behaviours whilst decreasing the burden placed on busy clinical 
areas. This research also demonstrated the possibility of internet delivered self-management 
programs to help reduce financial, resource and access stressors often experienced by patients 
living in rural areas.   
The challenges met by patients with multiple chronic disorders should also be considered in 
the self-management process. A systematic review of 23 qualitative studies conducted by 
Liddy, Blazkho and Mill (2014) identified that individuals with multiple conditions 
experience multiple physical and emotional symptoms that are often accompanied by social 
and environmental stressors. The authors argue that psychological illnesses such as 
depression and anxiety are common and that special attention must be paid to the cognitive 
approaches and strategies employed by patients so as to manage these issues effectively. A 
lack of social support, healthcare access and financial strains associated with medication and 
treatment costs were also viewed as obstacles to achieving effective self-management. 
Interventions need to be patient centred and tailored to address specific individual needs. 
Although this review identified some relevant issues associated with chronic illness 
management, the articles analysed were all from the United States and as such may limit the 
generalisability of the data to multiple populations. This research does highlight however, the 
importance of patient centred approaches in self-management intervention delivery.  
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Further obstacles to achieving effective long-term self-management goals in patients with 
type 2 diabetes were identified in a recent Australian qualitative study by Dao, Spooner, Lo 
and Harris (2019). This exploratory study used a cross-sectional design and the 
socioeconomic model (SEM) as a framework to investigate factors that influence the self-
management of people with type 2 diabetes. Purposive sampling was used to gather a broad 
representation of participants with a final sample of 88 participants, consisting of 14 general 
practitioners, 6 practice nurses and 68 patients, which enabled both the health professionals 
and patient’s perspectives to be captured. Semi-structured interviews were used to collect the 
data and thematic analysis performed to establish four overarching themes (individual, 
interpersonal, organisational & community). The results of this study identified a disparity 
between the perceptions of health professionals and patients regarding existent self-
management barriers. The authors concluded that motivation served as an important factor 
for engaging in positive self-management practices. The authors also concluded that a lack of 
internet access and use by elderly patients, and difficulties with appraising health 
information, suggested a correlation between health literacy and poor self-management 
practices. The authors findings also indicated that there was a reluctance for general 
practitioners to refer patients to self-management education programs and that some 
professional management practices appeared to have a singular, focus, which served as a 
further barrier to a patient’s motivation to self-manage and their ability to implement 
interventions effectively.  
Limitations to this study included the use of a purposive sample and the sample size. The 
purposive sample may have generated some bias in the data collected and the small sample 
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may limit the generalisability of the research findings. However, this study still provides 
important information regarding the diverse range of factors that contribute to the poor rates 
of chronic disease self-management within the Australian context. 
Health information seeking behaviours 
Health information seeking behaviour refers to diverse strategies and actions employed to 
find information (Cutilli, 2010). Health information is sought by individuals and 
disseminated by health organisations to the wider population from a variety of mediums 
including books, journals, pamphlets (and other publications), television, radio, health 
professionals and the internet.  The reasons individuals seek information is diverse and 
dependent on a variety of factors including the stage of the disease, treatment options and 
availability, general health status, support networks, symptoms experienced, psychological 
and social needs (Cutilli, 2010; Higgins, Sixsmith, Barry & Domegan, 2011). Due to the 
scarcity of research available regarding health information seeking behaviours of individuals 
with thyroid disorders, this portion of the literature review will also discuss this topic from 
the perspective of chronic illness and diabetes.   
With the prevalence of thyroid disorders increasing, more patients are likely to be seeking 
health information in a bid to understand and manage their condition more effectively. A 
quantitative study with a convenience sample of 100 participants, examined the knowledge 
base and health information seeking behaviours of individuals diagnosed with 
hypothyroidism (Perumal, Prasad, Surapaneni, & Joshi, 2015). A 57 item questionnaire 
consisting of both closed and open questions was used to collect data from the sample group. 
Quantitative descriptive analysis using univariate statistics was undertaken to explore 
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individual variables inclusive of frequency distribution. The analysis of hypothyroid 
knowledge of patients was completed using a score of 1 for correct responses and zero for 
incorrect answers and the mean score was then calculated. A Likert scale was used for 
questions pertaining to the correct use of medications as well as reading instructions and 
other written materials. The authors’ analysis identified that 70% of participants found it 
difficult to understand written information thus limiting their ability to learn about their 
condition. A total of 56% of participants sourced health information from friends with only 
36% reporting to use healthcare professionals as their source of health information. Books, 
journals and magazine were utilised by 28% of the sample group, while only 21% of 
participants sort information via the internet. In addition, the mean knowledge scores were 
highest among participants aged 18 to 27 years (Mean 5.7), followed closely by individuals 
aged 38 to 47 years, with a mean knowledge score of 5.6. Moreover, there were higher mean 
knowledge scores in participants with higher education (6.1) and annual earnings (6.9). Mean 
knowledge scores were lowest among patients with poor health literacy.  
The authors appeared to make a correlation between literacy level and knowledge 
acquirement (Perumal, et al., 2015). There were however, a few limitations; firstly, the 
participants were selected from one hospital therefore generalising findings to the larger 
population may be limited. Secondly, the selection of the sample group was non-random, 
lending itself to poor generalisability of data to the wider population. Although these 
limitations were evident, this research clearly demonstrates some of the challenges people 
face in seeking health information (e.g. literacy), as well as primary sources of information 
provision.  
34 
Poor literacy is a barrier to knowledge acquisition and understanding. A portion of the 
problem appears to be the level at which written information is presented to the general 
public. An American study investigated the readability of internet based health information 
related to thyroid surgery (Patel, et al., 2013). An assessment of readability was conducted 
using computer software (type not specified) that calculated the length and identity of words 
containing two or more syllables then providing a score for the estimated reading level of the 
online information. Secondly, the data was statistically analysed and organised into 
readability categories; the mean values, standard deviation and confidence intervals (CI’s) 
were then calculated. Three categories were used: professional societies, hospitals and other 
(which included online clinical practice data and general health information). The majority of 
online health information was above the recommended 6th grade level, with 75% being 
categorised as difficult. Written information from hospitals had the lowest reading level, 
making them the most readable with a score of 7.26 (7th grade reading level), compared to an 
average of 10.4 (10th grade reading level). The authors argue that these results indicate that a 
large number of the general public would find it difficult to read and comprehend current 
online health information. In addition, the authors suggest that an appropriate reading level 
for health information is critical, as improved knowledge through education and information 
acquisition is associated with improved compliance, patient satisfaction and positive long-
term health outcomes.  Moreover, the authors state that written health information has the 
ability to reinforce verbal communications with health professionals as well as improving 
retention, understanding and recall of required data.  
The main limitation of this paper was the absence of participants’ views, where their 
perceptions of the comprehensibility of online information were not investigated, and the 
authors’ assumptions relied solely on the software program interpretation. In addition, visual 
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cues such as diagrams, graphs, hyperlinks and the layout of online materials, which are 
generally viewed as important educational elements were not analysed. This may also lead to 
bias and poor generalisability of data to the wider population.  
A third paper to indicate a link between health literacy and the ability to understand and 
utilise information was a qualitative American study investigating health information seeking 
behaviours and receipt and use of data in diabetes self-management (Longo, et al., 2010). A 
convenience sample of 46 adults diagnosed with diabetes were placed into nine focus groups 
and with the assistance of a moderator, were asked to discuss the attainment, usefulness and 
reliability of diabetic related information. Each participant completed a questionnaire prior to 
the commencement of the focus group discussion. The authors identified five factors that 
influence health information seeking behaviour: health literacy, health professional input, 
personal relationships, stage or state of the disease and the passive receipt of information. The 
authors suggest that health literacy and personal relationships influence the extent to which a 
person is able to understand and utilise health information. In addition, the stage of the 
individual’s disease influenced the type of information sought. Furthermore, health 
professionals were sought to confirm the reliability of health information found. Although 
this research identified five factors that influence health information seeking behaviour, the 
sample was obtained from only two clinics in one mid-western American city therefore the 
generalisability of information to the wider population may be limited. Furthermore, the 
small focus group size of 5 participants may generate bias in the data presented, as well as 
impact the quantity and quality of the information gathered.  
A similar finding related to the use of online health information in relation to health 
professional advice was observed in an American study by Ayers and Kronefeld (2007). With
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a sample of 3009 adults, this quantitative study conducted via telephone based survey, used 
ordinary least squares regression and logistic regression to analyse data. The authors found 
that 80% of internet users retrieve health information and that the world-wide-web was used 
to supplement and validate data received from healthcare professionals. Furthermore, it was 
noted that the higher the number of chronic conditions experienced by the patient, the more 
the internet was used to seek health information. The use of telephone based surveys however 
may have introduced the potential for bias. Health literacy was not measured in this particular 
study.  
A further examination on health literacy was made however this time in an American cross-
sectional study investigating the health literacy, internet use and information seeking 
behaviours of patients attending a public compared to a private clinic in the same 
geographical area (Gutierrez, Kindratt, Pagels, Foster & Gimpel, 2014). A convenience 
sample of 498 patients were asked to complete a questionnaire that consisted of specific 
choice and Likert scale questions. Chi-square was used to identify the differences between 
clinics and logistic regression was applied to examine the relationship between literacy level 
and internet use, as well as the association between health literacy and health information 
seeking behaviour. Health literacy was measured using a numbered scale; 0-1(high likelihood 
of poor health literacy), 2-3 (possible limited health literacy) and 4-6 (adequate health 
literacy). The mean literacy score of participants from the public clinic was 2.2 compared to 
4.3 for those attending the private health centre. The use of the internet to seek health 
information was primarily illustrated by participants attending the private clinic (94.4%) with 
24.7% indicating the web as their primary source of health data. Participants with poor health 
literacy were 68% less likely to use the internet to seek health information.  
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This research again suggests an association between health literacy and the type of health 
information sought. The authors assert that individuals with poor health literacy are more 
likely to have higher hospitalisation rates and poorer health status than those with an adequate 
literacy level. Furthermore, the authors argue that limited health literacy reduces the patient’s 
ability to read and comprehend health information and to apply basic mathematical principles 
that would enable them to undertake activities (e.g. taking multiple medications) required to 
manage their condition effectively, especially if it is a chronic disorder. Moreover, as 
mentioned previously, poor literacy may also impede a patient’s ability to communicate 
effectively with health professionals, resulting in inappropriate decision making in relation to 
their heath needs. Unfortunately, although the results support those discussed earlier, the 
majority of the sample group was female (76%), lending itself to bias in the data and limiting 
generalisability of information to the wider population. In addition, results pertaining to 
online information seeking may generate bias due to 60% of participants from the public 
clinic reporting to have no internet source or access. Moreover, the sample was taken from 
only two clinics in one geographical area, again limiting the generalisability of data 
presented.  
The prevalence of research investigating the use of the internet to seek health information, as 
well as the various strategies employed to find, gather and appraise it, has increased due to 
the growing number of people seeking information through this medium. One such 
qualitative study investigated strategies used by consumers to search and appraise health 
information found on the internet (Eysenbach & Kohler, 2002). A sample of 21 patients with 
a median age of 37 participated in the research. Focus groups of six to eight patients with a 
moderator were asked questions pertaining to information needs, expectations and problems 
experienced. Participants were also observed searching the internet for answers 
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to eight health related questions using computer software and a video camera. The authors 
found that most participants used search engines to seek health information and were able to 
retrieve the required data to answer the questions posed. None of the participants used 
medical portals or libraries as a starting point to their search.  
A further study into the health information seeking behaviour of individuals with diabetes 
mellitus and the utilisation of data, found that there were three triggers for sourcing 
information: symptom uncertainty, uncertainty regarding appropriate responses to symptoms 
and uncertainty regarding the trustworthiness of information (Newton, Asimakopoulou & 
Scambler, 2012). This qualitative study had a total sample group of 37 individuals diagnosed 
with type 2 diabetes and used semi-structured interviews and focus group discussion to gather 
data. In addition, to the authors’ findings of triggers to sourcing information, five styles of 
information seeking was also observed. The styles varied from didactic (basic data gathering 
such as leaflets with minimal use of information), to saving information gathered for future 
reference, active self-management (to gather and use information to manage diabetes) and 
seeking information to increase clinical options or informed decision making. The final style 
was to use information gathered to improve care quality and apply the knowledge gained to 
multiple aspects of day to day life, to improve self-management of diabetes.  Income and 
education level (literacy) were once again seen to influence the style of information seeking 
adopted by participants and search outcomes with higher educated participants exhibiting 
targeted search behaviours. The drawback of this research lies in the age of the sample group 
of which 86% were over the age of 60, which may generate bias in the data and limit the 
generalisation of information to the wider population.  
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Further investigations into self-efficacy have indicated a link between low literacy and self-
management intervention effectiveness. An example of these findings can be seen in a recent 
descriptive systematic review by Schaffler et al., (2018), which evaluated 23 American based 
studies that investigated the efficacy of chronic disease patients with lower literacy levels and 
the efficacy of self-management interventions in patients on a low-income. The review found 
an association between lower income and low health literacy, to poorer health outcomes. The 
authors also identified that both singular and multi-sessional intervention sessions with a 
problem solving and resource utilisation focus, had a positive impact on the efficacy of self-
management interventions, with the added benefit of facilitating patient empowerment and 
improved life quality.  
It is evident from these studies that health information seeking behaviour is highly influenced 
by the individual’s literacy level, stage or state of disease, symptoms experienced and the 
need for information to be validated. Furthermore, it would appear that although the internet 
provides an infinite quantity of health related material, the ability to seek information on the 
web is often hindered by accessibility, level of health literacy and the ability of individuals to 
comprehend the data sourced.  
Limited research regarding thyroid disorders 
The large volume of literature pertaining to chronic illness unfortunately does not 
satisfactorily address the self-management behaviours or application of interventions for 
individuals with thyroid disorders. Nor is it evident that the literature comprehensively 
investigates the experiences of people with thyroid disorders in seeking and utilising health 
information. This lack of substantial research identifies the need for this proposed study, 
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which is to investigate the experiences of individuals with thyroid disorders in accessing, 
retrieving and utilising health information to assist them in the management of their 
disorders. The outcomes of the research should illustrate not only the experiences and 
information seeking behaviours of individuals with thyroid conditions but identify the 
perceived information and resource needs of patients. The findings of this study could then be 
used to inform future self-management strategies and education and program development, to 
ensure patients’ health information needs in the area of Thyroid disease management are 
adequately and appropriately addressed.  
Conclusion 
This literature review highlighted the significant impact a structured chronic disease self-
management program with a client-centred, collaborative approach can have on long-term 
health outcomes. The literature also emphasises the need for patients to be active participants 
in their care. The need for further health professional training related to assisting patients 
with behavioural change was identified, as was the lack of congruency of evidence to 
illustrate how best to achieve patient centred strategies in a busy clinical environment. In 
addition, psychological and social stressors were noted as negatively impacting self-
management efforts. The influence of literacy on the type of health information sought and 
comprehension of data was also highlighted as potentially impacting self-management. 
Furthermore, the need to seek information was identified as being primarily driven by the 
state or stage of the individuals’ chronic condition, symptoms experienced and level of 
comprehension regarding their illness. The lack of research specific to thyroid disorder self-
management and health information seeking behaviours was identified, emphasising the need 
for further research in this area. In particular, the need to investigate patients’ experiences 
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This chapter provides a description of the methodological approach adopted for this study, 
which investigated individuals’ experiences of seeking, finding, receiving and using thyroid 
related health information. The methodological elements addressed in this chapter include the 
design, ethical requirements, participant recruitment, data analysis and reporting; as well as 
the methods used to ensure trustworthiness. The theoretical framework used to guide data 
collection, analysis and interpretation will also be explained.  
Study design 
This study used an interpretive description methodology within the qualitative paradigm, as 
the research intended to identify and interpret meaning in the context of information seeking 
and self-management of thyroid disorders. An interpretive approach was appropriate for this 
study, as the phenomenon appeared to be under researched, with only two international 
articles located. Whilst multiple studies have been conducted on other endocrine disorders 
such as diabetes mellitus; to date, there appears to be little research that investigates the 
patients’ experience with thyroid information seeking. Furthermore, it became apparent that 
no such studies had been conducted within Australia. As qualitative research aims to explore, 
describe and explain the human experience within specific social contexts and little was 
known about the phenomena; it was an ideal choice within which to conduct this study 
(Isaacs, 2014; Krueger & Casey, 2015; Thorne, 2008).  
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The aim of this study was not to seek out truth but rather collect and interpret ‘subjective, 
experiential and patterned’ data relative to the target groups’ health experience, and to 
facilitate a contextualised understanding of those experiences’ (Thorne, 2008, p. 36). The 
knowledge attained from the researcher’s interpretation of the gathered data, facilitated 
further clinical understanding of the patient’s lived experienced and as such, should help to 
inform future decision making relative to the phenomenon (Thorne, 2008; Thorne, Reiner 
Kirkham & O’Flynn-Magee, 2004).   
Developing an understanding of each participant’s lived experience was achieved using 
interviewing as the primary source of data collection (Guest, Namey & Mitchell, 2013; 
Isaacs, 2014; Krueger & Casey, 2015; Richards & Morse, 2013; Thorne, 2008). The use of 
interviewing facilitated the exploration of participants’ attitudes, beliefs, values and 
experiences associated with specific health related issues and behaviours directly related to 
the phenomenon under study (Angen, 2000; Isaacs, 2014; Krueger & Casey, 2015; Saks & 
Allsop, 2013; Thorne, 2008). Data was collected through the undertaking of individual 
interviews and group interviewing in the form of a focus group. This enabled the researcher 
to comprehensively explore "experiences, beliefs and perceptions” (Guest, Namey & 
Mitchell, 2013, pp.8) through the use of dialogue.  
Dialogue facilitates the development of new knowledge and understanding through inquiry 
and reflection (Maiese, 2003). Dialogue with each participant during interview enabled 
flexibility in the exploration of each individual’s lived experience and the feelings this 
generated (Isaacs, 2014; Krueger & Casey, 2015). Throughout the data collection process, 
notes were also taken by the researcher, in reference to participants’ gestures, body language 
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and emotive reactions to questions posed. These notations provided important additional 
observational data, which assisted in developing a deeper understanding of how the 
phenomenon has shaped each person’s reality. All collected data was audio recorded and then 
transcribed verbatim. Each participant also completed a short questionnaire prior to 
interview, which collected basic demographic data, including current medications, gender, 
age, residential suburb and the type of thyroid condition diagnosed.  
Researcher involvement during the data collection process through facilitation and 
management of interviews and note taking regarding non-verbal responses, facilitated the 
reconciliation of each participant’s subjective interpretations of their experiences in seeking, 
receiving and using thyroid information (Smith, 2003; Smith, Flowers & Larkin, 2009). The 
collection of demographic data assisted in adding further context to the research findings 
(Willis, 2007). Analysis and interpretation of collected data, enabled the researcher to not 
only capture commonalities but assisted in identifying individual variances within the 
participants’ shared experience of the phenomenon (Isaacs, 2014; Krueger & Casey, 2015; 
Thorne, 2008).  
An interpretive approach was valuable in this study, as it facilitated the identification of 
subjective data, which revealed patterns and themes that assisted the researcher to interpret 
and describe the phenomenon under study (Isaacs, 2014; Krueger & Casey, 2015; Thorne, 
2008).  This approach was also complemented by adopting a conceptual framework, which 
assisted in guiding both data collection and analysis.   
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Conceptual framework 
The conceptual framework for this study combines Albert Bandura’s self-efficacy theory, the 
Western Australian Chronic Conditions Self-Management Strategic Framework 2011-2015 
(DOHWA, 2011) and the WA Chronic Health Conditions Framework 2011-2016 (DOHWA, 
2011). The reasoning behind the use of all three was that while Bandura’s theory provides a 
broad theoretical underpinning, the addition of the chronic illness frameworks ensures the 
conceptual approach adopted takes into consideration the context of the participants’ health 
care provision environment. The healthcare industry currently operates under the assumption 
that all adults have the capacity to effectively change existing behaviours, thus facilitating 
long-term, positive health outcomes. Factors potentially affecting these outcomes are that an 
individual’s personal experiences, perceived self-efficacy, level of motivation, physical and 
psychological wellbeing; as well as other barriers encountered, such as accessing and 
understanding health information, can influence (in the case of this study, participants) a 
client’s ability to self-manage their thyroid condition effectively. These influences needed to 
be considered during the design phase, development of indicative questions and the overall 
undertaking of this study. For these reasons it was important to not only adopt a theoretical 
underpinning for this study but to also include current state and national frameworks adopted 
by the healthcare industry to guide persons with chronic illness.  
Albert Bandura’s self-efficacy theory 
Albert Bandura’s self-efficacy theory was chosen as the theoretical framework for this study, 
in an effort to develop an understanding of the motivations that influence information seeking 
and how this then impacts the type and volume of information sourced, and how it is applied 
to help self-manage their thyroid condition. Albert Bandura’s self-efficacy theory (Bandura, 
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1978 & 1986) assisted to inform the indicative questions used to collect the data for this study 
and in the interpretation of findings. Albert Bandura (1978 & 1986) conceptualises the belief 
that an individual has the power to cause an ‘effect’ through the completion of tasks and that 
over time competency and mastery of a situation can be achieved, producing a positive 
outcome (Bandura, 1977, 1978, 1980, 1986 & 2003). The theory relates to an individual’s 
perception of their ability to achieve singular or multiple goals.   
The ability to achieve positive outcomes, cope with change and address challenges, is heavily 
influenced by multiple environmental and social factors. An individual’s perception of self, 
which is developed through past experiences, determines the extent of effort and time likely 
to be applied to adverse situations and will influence the overall outcome (Bandura, 1978 & 
2012; Bonsaksen, Lerdal & Fagermoen, 2012). A low sense of self can create doubt in one’s 
ability to achieve a specific level of competence, task or goal, which may result in a negative 
outcome (Bandura, 1978; Bonsaksen et al., 2012). In contrast, self-doubt in an individual 
with a higher perception of self, is likely to result in being motivated and actively sourcing of 
the required knowledge to overcome the challenge (Bandura, 2003).  
Albert Bandura’s self-efficacy theory was an appropriate theoretical framework for this study 
as individuals seeking, finding and using thyroid related health information to self-manage 
their condition require a level of self-efficacy, not only to initiate self-management but to 
maintain it in the long-term. In order for information seeking and self-management to be 
successful, the individual needs to set goals; whether it be in regard to the type of information 
sought or how it will be used. The individual needs to be an active participant within a 
changing environment, they therefore need to “contribute to their own motivation, behaviour, 
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and development within a network of reciprocally interacting influences” (Bandura, 1999, pp. 
169).  
Bandura (2012, p.13), suggests that a person’s belief in their ability to achieve goals occurs in 
four ways: “mastery experiences”, “social modelling”, “social persuasion” and the 
individual’s “current physical and psychological health”. These four elements influence the 
behaviour, motivation and the level of resolve exhibited by individuals and as such, 
determines the extent to which self-efficacy is developed. A person with higher levels of 
motivation and resolve, is more likely to be optimistic, able to address emotional stressors 
and have sound decision-making processes (Bandura, 2012; Wlodkowski, 2008).  



































‘Mastery experiences’ occur when a person is faced with challenging situations and rather 
than giving up, the individual develops resilience and is able to successfully navigate their 
way through (Bandura, 2012). It is this resilience that enables some people to take failures as 
a means of learning, rather than a demoralising setback, which often results in cessation of 
the activity. If a person does not develop resilience (mastery), they are more likely to be 
discouraged from continuing with a task when faced with failure or setbacks (Bandura, 
2012).  Social modelling can affect how someone approaches a particular task and refers to 
when a person witnesses another with similar circumstances to their own, succeed at a goal 
through perseverance and determination. This perseverance is then emulated in the other 
person, as it raises the individual’s self-belief and motivation to be successful at the same 
task. Similarly, social persuasion, or the influence of others, can also influence self-belief. 
This is especially so, if it comes from a person of influence or someone who is considered a 
role model. If a person is persuaded to believe in their ability to achieve a goal, they are more 
likely to be successful and persistent when faced with challenging situations. (Bandura, 2012) 
Physical and psychological health can also be an influencing factor on both an individual’s 
motivation to undertake and succeed at a task, and their ability to cope with any challenges 
they might encounter (Wlodkowski, 2008). The stage and state of a person’s disease can, for 
example, influence their motivations for setting goals and may impede their perception of 
their physical ability to achieve it. Self-belief is strengthened by reducing emotional 
challenges such as anxiety and depression, which can be interpreted as signs of vulnerability 
(Bandura, 2012). It is also improved by increasing physical strength and stamina. Individuals 
should be encouraged to measure success by personal self-improvements, rather than by 
successes over others, and through correcting any misinterpretation of physical or 
psychological status (Bandura, 2012).   
49 
It is important to note that self-efficacy is not a fixed construct. An individual with a strong 
sense of self-efficacy, may still experience fluctuations in task performance and attainment of 
long-term goals. This is primarily due to the influence cognition, self-regulation, emotions 
and motivation have on individual’s ability to function (Bandura, 2007; Bonsaksen et al., 
2012; Yang, Pang & Cheng, 2016). These fluctuate regularly throughout a person’s lifespan, 
resulting in varied perceived levels of self-efficacy (Bandura, 2007; Yang et al., 2016). 
Additionally, an individual’s set beliefs and attitudes will also influence how they perceive 
their need to undertake a task and ability to achieve goals. This poses a potential problem in 
healthcare, as the cessation of undesirable habits or adoption of positive health behaviours, 
and the success of treatments and self-management programs, is greatly influenced by these 
variables (Bandura, 2007; Yoo, Kim, Jang & You, 2011; Zlantanovic, 2016). The association 
between self-efficacy levels and health behaviours may also account for varied success and 
failure rates among patients with chronic conditions in maintaining positive changes long-
term (Bonsaksen, Fagermoen & Lerdal, 2014; Yoo, et al., 2011). This is important to note, as 
the Australian healthcare industry currently operates under the assumption that all adults have 
the capacity to effectively change existing behaviours, thus facilitate long-term, positive 
health outcomes. From a study perspective the importance of self-efficacy as a non-fixed 
construct may explain the influences such as the individual’s emotional state, literacy level, 
lived environment and the state and stage of their disease, on their information seeking 
behaviours (Bonsaksen et al., 2014).  
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Chronic disease self-management frameworks 
The high incidence of morbidity and mortality attributed to chronic illness, highlights 
the degree of detriment chronic disease management faces; as many Australians are unable to 
access or comprehend the information and the changes needed to improve their health and 
wellbeing (DOH, 2017; COAG Health Council, 2017). Nationally, chronic illness is 
addressed using several initiatives and programs, which are aimed at disease prevention, 
management and treatment. These programs and initiatives are directly influenced by national 
campaigns, aimed at facilitating societal and individual change, such as the current National 
Strategic Framework for Chronic Conditions (COAG Health Council, 2017). This document 
supports the development and implementation of state specific frameworks aimed at reducing 
the significant impact chronic illness currently has on communities, states and nationally. In 
Western Australia, there are two health frameworks that were pertinent to this study, the 
Western Australian Chronic Conditions Self-Management Strategic Framework 2011-2015 
(DOHWA, 2011) and the WA Chronic Health Conditions Framework 2011-2016 (DOHWA, 
2011). The purpose of these frameworks is to set self-management as a core principle in the 
management of chronic illness; facilitate the training of health professionals to competently 
deliver care and the development of effective programs and services that target culturally 
diverse populations, in order to promote life-long wellbeing (DOHWA, 2011). Although the 
dates of these frameworks have expired, they are yet to be superseded by newer state models.   
The Western Australian Chronic Conditions Self-Management Strategic Framework 2011-
2015 (DOHWA, 2011) has five core objectives: culture, awareness, services, knowledge and 
skills; tools and resources. These objectives underpin initiatives, which promote self-
management. These include the involvement of clients in decision making related to their 
51 
chronic disease management; provision of accessible programs to the wider community; that 
all information, strategies and advice provided to patients is evidence based and to ensure all 
related information is appropriate to the cultural diversity within the Western Australian 
populous. The key to the successful implementation of these objectives lies in the 
development and maintenance of sustainable therapeutic partnerships. Although, there is 
nothing specifically related to thyroid conditions, one partnership addressing another 
endocrine disorder, diabetes, exists between WA Health and Diabetes WA, who deliver six-
week “living With Diabetes self-management programs” in high risk areas and to minority 
populations (DOHWA, 2011, p. 11). These strategies promote a patient- centred approach to 
chronic disease management in Western Australia.    
The Western Australian Chronic Conditions Self-Management Strategic Framework 
(DOHWA, 2011) is complemented by the WA Chronic Health Conditions Framework 2011-
2016 (DOHWA, 2011). This framework has four key principles, which address health 
literacy and self-management of chronic conditions, and the need for integration and 
multidisciplinary approaches to care planning and coordination. Within those principles are 
seven priority areas; disease prevention, priority populations, such as Aboriginal and Torres 
Strait Islander people; promotion of consumer participation and collaboration in the 
management of chronic illness; service coordination and management through the 
identification of service gaps and actions to address them; the establishment of healthy 
partnerships with remote and country health services; that all provisions of care are evidence-
based and to develop workforce capacity through the provision of training that promotes 
cultural competence and meets national standards.  
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The conceptual framework for this study was therefore influenced not only by Albert 
Bandura’s self-efficacy theory but also by two Western Australian chronic illness 
management frameworks. This combination was appropriate as peoples’ experiences and 
level of self-efficacy influence the effectiveness of chronic disease self-management. The 
experiences of the individual for example, may form barriers to developing and maintaining 
self-efficacy and motivation, which in turn will drive the type of information sought and how 
well it is utilised as part of the overall self-management of their thyroid condition. Therefore, 
maintaining a state of wellness is not limited to one concept but is influenced by the 
individual’s experiences, level of self-efficacy and their active participation in self-
management. The connections between Bandura’s Self Efficacy Theory and the Chronic 
illness management frameworks that influence this current study, as described above, are 
represented visually in Figure 3. 
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Participant recruitment 
 Purposive sampling was used for the recruitment of participants in this study. This was an 
appropriate choice, as it enabled the researcher to identify the intended target group in 
advance (Barratt, Ferris & Lenton, 2015; Thorne, 2008). Purposive sampling enables for 
hidden populations, with specific commonalities, to be identified within a larger cohort 
Experiences
Health literacy.
Stage or state of disorder 
& symptoms experienced.
Health information seeking 
Behaviour.
Individual experiences with accessing 
and utiising health information.
  Barriers to accessing 
  self-management resources.








Barriers to achieving self-management
Self management of multiple
 chronic disorders 
Self-efficacy
Albert Bandura s self-efficacy theory
   Behaviours, cognitive considerations, 
  environmental and personal factors that 
influence self-efficacy and 
self-management of thyroid disorders. 
 .
Self-efficacy influences the effectiveness
 of chronic illness self-management. 
Figure 3: Proposed framework to guide the conduct of a study into people  s experiences of 
seeking, receiving and using thyroid self-management related information.
(Adapted from Albert Bandura s self -efficacy theory (Bandura,1978 & 1986), the Western Australian Chronic 
Conditions Self-Management Strategic Framework 2011-2015 (DOHWA, 2011) and the WA Chronic Health 
Conditions Framework 2011-2016 (DOHWA, 2011). 
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(Barratt et al., 2015; Palinkas, et al., 2015; Thorne, 2008). This identification was essential 
for the facilitation of group interviewing, which was one form of data collection used for this 
study (Palinkas, et al., 2015).     
Purposive sampling involves the selection of individuals with specific (homogenous) 
attributes; therefore, a set of inclusion and exclusion criteria were agreed upon for this study 
(Palinkas, et al., 2015; Robinson, 2014). This was important, as participants needed to have a 
vested interest in the topic being investigated, in order to facilitate richness in the data 
collected (Richards & Morse, 2013). All participants required a pre-existing thyroid 
condition. As thyroid conditions are predominantly experienced during adulthood, 
participants were expected to be aged between 30-75 years, English speaking and diagnosed 
with any type of thyroid condition, to ensure a broad representation of information seeking 
behaviours. The required age was later clarified to be inclusive of anyone over 18 years so as 
not to exclude any potential participants. It was also initially determined that participants 
should reside in the Peel region however, due to low recruitment numbers, this was expanded 
to include the entire state of Western Australia. This criterion supports statements made by 
Palinkas, et al. (2015) and Robinson, (2014); that in addition to knowledge and experience of 
a particular phenomenon, participants should be available, willing to participate and, ideally, 
be able to express their experiences in an expressive and reflective manner.  
A consideration during the recruitment design process, was the anticipated and desirable 
sample size for the study. Establishing this benchmark was influenced by the fact that the 
principles that guide the determination of sample size in qualitative studies, do not include a 
specific number; instead, it is left open to the researcher to determine the appropriate number 
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that adequately addresses the aims of the research (Malterud, Siersma & Guassora, 2016). 
Added to this is the constraints posed by the time available to the researcher to complete the 
study, which in this case is limited by the length of the research degree. It was therefore 
determined, based on these considerations, an initial target of approximately ten participants 
would be set, with the aim this would also allow saturation of the data. The final sample 
recruited was nine. (Crouch & McKenzie, 2006; Hancock, Amankwae, Revell & Mueller, 
2016).   
The recruitment process began with an advertisement in newspapers specific to the 
university’s catchment area, which unfortunately did not yield any participants. It was then 
decided that recruitment should be expanded to target the entire Western Australian 
population. This was achieved by posting the recruitment poster at local GP practices; an 
online WA Facebook thyroid support group and Murdoch University’s (Mandurah Campus) 
clinical lab notice board. One GP group consented, and permissions were also granted by the 
director of the thyroid support group and the university’s Head of Discipline, prior to placing 
each advert. These advertising avenues produced the majority of participants for this study, 
with the last participant recruited being referred through an existing participant. The decision 
to expand the recruitment area to the whole of Western Australia produced gender, age and 
cultural diversity in the final sample group.   
The recruitment poster contained an email address that was established purely for the 
undertaking of this study and the researcher’s telephone number. After receiving a 
participant’s expression of interest, each individual was emailed an information letter, which 
outlined the aims of the study, how data collection would be obtained, participants’ rights 
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and the ethical responsibilities of the researcher (Appendix A). Anonymity was assured, in 
that each participant was guaranteed that they would be allocated a code number at the time 
of interview. At this point, participants were also provided with the consent form and lastly, 
the questionnaire. Following this initial contact, communication with each participant 
occurred either via telephone or email, in order to afford each person, the opportunity to ask 
questions regarding the study and clarify any interview scheduling details. During this 
correspondence, consent was explained as being completed when the participant signed, 
dated and returned the form via email, postage or in person. In addition, the questionnaire 
was outlined and identified as collecting basic demographical data, which included age, 
gender, residential post code, type of thyroid condition diagnosed and current medication. All 
participants were reminded not to include their name on the questionnaire, in order to 
maintain anonymity. The researcher was able to monitor progress regarding the completion 
of both the consent form and questionnaire, via the email established for the study. The focus 
group was scheduled for the month of October 2016, and the individual interviews were 
scheduled for the months of November of 2016 and November 2017. The reason one 
interview was postponed until 2017, was due to the employment commitments of that 
participant, at that time. Contact was re-established by the participant via telephone and then 
continued via email once they relocated back to Australia.    
Data collection 
Data was collected from participants through group interview in the form of a focus group 
and individual interviews, using open-ended, semi-structured questions (Appendix B). 
Initially the aim was to collect data solely from focus groups however, due to low recruitment 
numbers, only one focus group was enabled. In addition, as a few participants were unable to 
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attend the focus group due to geographical location or work commitments, individual 
interviews were also offered. The development of the interview questions were guided by 
Albert Bandura’s self-efficacy theory, as it identifies motivation and social influence as two 
key drivers that determine a person’s ability to function, undertake activities and achieve 
long-term goals (Bandura, 2007; Bonsaksen et al., 2012; Yang, Pang & Cheng, 2016). 
Consideration of these elements in the development of the indicative questions was 
important, as the aim of this research was to investigate why and how people seek out 
thyroid related health information.   
The indicative questions used in this study were open ended, as this facilitated an in-depth, 
interactive conversation regarding the participants’ experiences in seeking and using thyroid 
specific information (Colucci, 2007; Krueger & Casey, 2009; Struebert & Carpenter, 2011). 
The development of the indicative questions was performed with analysis in mind. Thought 
was placed on possible features of the conversation, such as spontaneous or inconsistent 
comments made, whether comments were generalised or specific, if certain points were 
repeated by the same participant, staying on topic and if any participants’ views were 
intensive and accompanied by emotion (Krueger & Casey, 2015). 
Focus groups are a commonly used method of qualitative research that investigates 
experiences in the form of ‘group interviewing’. Focus groups consist of a specific group of 
people (e.g. all diagnosed with a thyroid disorder) with special attention paid to the size, 
procedures, composition and the overall purpose of the group (Bowling, 2014; Krueger & 
Casey, 2009; Saks & Allsop, 2013; Streubert & Carpenter, 2011). Focus groups enable the 
researcher to observe behaviour and interactions amongst specific groups of people. This 
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method is specifically devoted to data collection from human interactions and operates under 
the premise that the researcher will have an active role in generating and maintaining group 
discussion for data collection (Jayasekara, 2012). This style of interview investigates what 
each individual within the group feels about a specific topic, in this case, seeking, finding and 
using thyroid related health information. Focus groups facilitate interactions between 
members of the group in order to evaluate their opinions and views on the topic being studied 
(Jayasekara, 2012). They provide an avenue for the researcher to listen to the perspectives of 
participants, which through interaction, enables purposeful and meaningful information to be 
gathered from varied opinions, values and beliefs in a collective construct (Jayasekara, 2012). 
Focus group interviews are a common choice in healthcare and clinical settings as they 
provide public insight into specific topics and are often used prior to and post randomised 
control trials (Rothwell, Anderson & Botkin, 2016). Focus groups provide purposeful 
interactions of a small group of individuals, to generate meaningful feedback, opinions, 
suggestions in a collective context (Jayasekara, 2012). This was important to note as a focus 
group would provide the researcher with the ability to gain insight into the knowledge, 
perceptions, attitudes and opinions of the wider community through in-depth consultation 
with a smaller number of individuals with a thyroid condition (Holloway & Galvin, 2017; 
Jayasekara, 2012; Rothwell, Anderson & Botkin, 2016).  
One of the key features of a focus group is the active participation of the researcher and the 
interactions between participants, to investigate their opinions and views on a specific topic, 
thus gaining insight into their lived experience (Jayasekara, 2012, Plummer-D’Amato, 2008). 
Jayasekara (2012) poses that focus groups involve three key features; that they are a method 
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dedicated to the collection of data; interactions are the source of that information and the 
active role of the researcher in obtaining that information.   
The advertisement poster requested interested participants to make contact through an email 
that was established for the purposes of the study. Once contact was made, each participant 
was provided with an information letter (Appendix A), consent form (Appendix C) and once 
this was returned, they were sent a short questionnaire that asked questions designed to 
collect demographic data related to their age, gender, postcode and current medications 
(Appendix D & Appendix E). Participants were asked for their availability and following this 
discussion, a date and time for the focus group was set. There were four that were unable to 
attend the focus group due to geographical location or work commitments. These participants 
were provided with the option of an individual interview, which they all accepted. 
It was decided that the focus group should be held in a conference room at the researcher’s 
university. This location was central and enabled participants to have access to public 
transport if required. There was free parking for participants and the researcher had access to 
kitchen facilities, which enabled the researcher to prepare morning tea for the participants, as 
these were advertised as incentives during the recruitment process. A room was booked of an 
adequate size for the number of participants that attended, and the temperature was constant, 
which ensured participant comfort was maintained. The room had adequate lighting and 
seating was comfortable and arranged in a square so that each participant could easily see and 
interact with each other during the interview. The focus group took 2 hours to complete 
(Doody, Slevin & Taggart, 2013), which included the introduction, interview and morning tea 
that followed.  
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The focus group discussion began with introductory comments made by the researcher, 
which included clear instructions for the interview. These included the code number that each 
participant was allotted, in order to maintain confidentiality, and for each participant to wait 
for other individuals to finish their comments prior to stating theirs. All participants were 
asked to turn off their mobile phones or to place them on vibrate and to use the code number 
when addressing others in the group during the focus group discussion. The purpose of these 
instructions was to minimise interruptions and maintain confidentiality, which if breached 
may have fostered feelings of frustration and irritability from participants. The focus group 
was audio-recorded, and the non-verbal cues of participants were noted to ensure depth and 
breadth of data collected (Patton, 2002). Two audio recorders were used to ensure all data 
was captured and each had fresh batteries placed in them prior to commencement of the 
discussion. (Doody, Slevin & Taggart, 2013; Jayasekara, 2012; Krueger & Casey, 2015) 
The recommended size for focus groups is between five to twelve participants (Bowling, 
2014; Doody, Slevin & Taggart, 2013; Freeman, 2006; Gill, Stewart, Treasure & Chadwick, 
2008; Jayasekara, 2012; Krueger & Casey, 2009; Streubert & Carpenter, 2011; Saks & 
Allsop, 2013; ). Although the expected number was eight, five participants attended the focus 
group. The other four that were unable to attend due to geographical location or work 
commitments were provided with the option of an individual interview, which they accepted. 
All participants that participated in the focus group or individual interviews were asked the 
same questions, in order to maintain consistency in the data collected.  
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Individual interviews were held for the remaining four participants as per their request. 
Individual interviews are often stated as being the most common method of data collection in 
qualitative research (Holloway & Galvin, 2017). This form of inquiry provides in-depth 
insight into the individual’s perspective regarding a phenomenon (Thorne, 2008). They allow 
for the ‘essential experiences’ of the participant to be the focus of the data collected 
(Holloway & Galvin, 2017). The questions used for the individual interviews were the same 
as for the focus group, as they were semi structured and open ended, allowing the participant 
to answer freely and in as much depth as they wished. It also enabled researcher prompting 
for further information, which facilitated further depth and flexibility that a more structured 
approach may not have enabled (Streubert & Carpenter, 2011). The use of semi structured 
questions ensured that there was consistency in the questions asked of all participants, which 
also established similarity in the data collected (Holloway & Galvin, 2017). This method also 
enabled the researcher to probe further into topics not initially considered during the 
development of the indicative questions.  
Individual Interviews were held either in person or via telephone. The two that were 
completed via telephone were due to geographical distance as one participant was 
temporarily residing interstate and the other was in a remote location. These interviews were 
held at a time that suited the participant. The face to face, individual interviews were held at a 
time and location that was convenient for the participant. This was to ensure that each person 
was as comfortable as possible during the interview process. Individual interviews lasted 
between 20 – 75 minutes.  
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Limitations of focus groups and individual interviews 
There are several limitations to both methods of interviewing that needed to be considered for 
this study. Although focus groups are useful for reflecting social realities and as such, the 
opinions of a specific group within a population; they almost exclusively depend on 
interpersonal interactions amongst participants, to generate data (Thorne, 2008; McLafferty, 
2004). If interactions are lacking, become overpowered by a dominant participant, or poorly 
moderated, focus group interviews have the potential to create inaccuracies and bias in 
collected data (Thorne, 2008; Goodwin & Happell, 2009). For example, if one participant is 
particularly angry or unwell, they may be more vocal; conversely, if one member is shy or 
feels more privileged than the rest of the focus group, they may be more inclined to be silent 
during the interview (Thorne, 2008, Goodwin & Happell, 2009).  It is for this reason that 
formulation of a basic ‘tracking sheet’ (table), whereby every participant was provided with a 
pseudonym, was initiated (Goodwin & Happell, 2009). This simple process played an 
integral role in ensuring that each person's views were captured during interview (Goodwin & 
Happell, 2009). It was also imperative that the researcher observed both the situation and 
behaviour of participants in order to avoid inconsistencies between ‘word and actions’, which 
could have further distorted collected data (Holloway & Galvin, 2017; p. 103).  
Individual interviews have similar disadvantages, in that there is the potential for imbalanced 
interpersonal relationships to develop between the researcher and the participant. This 
imbalance could cause a shift in power in favour of the researcher and result in the 
interviewee adjusting their responses to appease the person conducting the interview (Li & 
Barnard, 2009). Meeting the participant in a location of their choosing, helped to minimise 
this occurring as it placed the individual at ease, gave them an element of control and assisted 
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in establishing a healthy dialogue during interview (Holloway & Galvin, 2017). It was also 
imperative that the researcher avoided ambiguous questions as this may have facilitated 
ambiguous answers. It is for this reason that the researcher needed to occasionally adjust how 
they phrased a question, in order to meet each participant’s level of understanding (Holloway 
& Galvin, 2017; p. 92). The added disadvantage with telephone interviews was the lack of 
deeper interpersonal interaction due to the absence of social cues (Holloway & Galvin, 2017). 
In addition, the structure required in conducting telephone interviews can be in contrast with 
the principles of qualitative research, which is geared towards the attainment of rich, in-
depth, subjective data (Holloway & Galvin, 2017). It is for this reason that the researcher 
needed to occasionally adjust the phrasing of a question, or the tone in which it was asked, in 
order to elicit richer responses from participants.  
A further disadvantage of both focus groups and individual interviews is that they are 
extremely time consuming and labour intensive (Mansell, Bennett, Northway, Mead & 
Moseley, 2004; Holloway & Galvin, 2017). Mansell, et al., (2004) recommend that no more 
than one focus group be held per day, as more would not afford the researcher time to reflect 
and add to field notes taken during the interview. Similarly, Holloway and Galvin (2017) 
recommend that individual interviews should ideally, not exceed 90 minutes, as this may 
cause stress and fatigue for the participant, due the reflective nature of questions posed. Both 




Thematic analysis was an ideal choice for this study as it was used to identify data patterns in 
relation to participants’ experiences, views, perceptions and behaviours towards the topic 
being investigated. This method of analysis assisted to facilitate researcher understanding of 
thoughts, feelings and actions in relation to seeking, finding and using thyroid related health 
information. This was ideal, as the purpose of the focus group and individual interviews was 
not to gain a singular consensus but to “elicit a range of experiences, views, ideas and 
attitudes held by a select sample from the target population on a defined topic” (Plummer-
D’Amato, 2008, pp. 70).  
The focus group discussion and individual interviews were audio-recorded and transcribed 
verbatim, which encouraged familiarisation with the data (Bowling, 2014; Russell & Ryan, 
2010). To facilitate a deeper familiarisation, an interpretive analysis of the collected data was 
conducted using the computer-based program, Artichoke™ (Fetherston, 2007). Artichoke is a 
program designed for data input, analysis and reflection. The recorded data of one focus 
group and four individual interviews were transfigured into MP3 audio files and then 
converted into QuickTime®. Using Artichoke™ Input (Fetherston, 2007), the audio files 
were uploaded into the database. Figure 4 illustrates the working window of the Artichoke ™ 
Input program.  
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         Figure 4. Working window of the Artichoke ™ Input program (Fetherston, 2007). 
Familiarisation with the collected data was achieved within the ‘Analyse’ component of the 
Artichoke™ program (Fetherston, 2007). This was accomplished by splicing and then 
listening to the audio recordings in 30 second intervals. It was during this listening process 
that the researcher was able to identify the codes and categories that lead to the construction 
of the subthemes and final themes.  
Thematic analysis is an interpretive data analytic process used in qualitative research, which 
identifies, analyses and interprets patterns and themes that emerge within collected data 
(Braun & Clarke, 2016). Thematic analysis has a broad scope in that it can be applied to a 
range of theoretical frameworks. Its ability to encompass a variety of research questions, 
concepts, sample size and data collection make thematic analysis a useful approach for 
generating codes and themes from qualitative data (Braun & Clarke, 2016). Thematic 
analysis highlights researcher subjectivity as a resource, rather than an issue that requires 
management (Braun & Clarke, 2018, p. 107). Furthermore, either small or large data-sets can 
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be analysed effectively using this method. It is a process that moves from simple, summative 
description, to one of interpretation (Braun & Clarke, 2018, p. 109). 
Braun and Clarke (2006, p. 87) describe the process of thematic analysis using six phases; 
‘familiarising yourself with your data’, ‘generalising initial codes’, ‘searching for themes’, 
‘reviewing themes’, ‘defining and naming themes’ and ‘producing the report’. The authors 
note that thematic analysis is not a linear process but recursive, in the sense that it cycles back 
and forth between phases as required. They go on to emphasise that thematic analysis is a 
process that occurs over a longer period of time and subsequently, should never be rushed. 
(Braun & Clarke, 2006, p. 86-87).  
Codes and categories were identified through the familiarisation phase, from ‘repeated 
engagement with the data’ and represented a summary of meanings from key words and 
phrases within that information (Terry, Hayfield, Clarke & Braun, 2017, p.24). Coding 
facilitated researcher insight into the data set and provided a rigorous analytical foundation 
for theme development. Using the research question as a guide, identified codes were 
clustered into larger patterns in order to establish categories, subthemes and emerging themes 
(Terry et al., 2017). As centralised concepts emerged across the data-set, themes and 
subthemes where identified and tabled. These were then reviewed and analysed, producing 
data that was coherent, consistent and a distinctive representation of the participant’s 
experiences (Braun & Clarke, 2006; Krueger & Casey, 2009). Analysis was an iterative 
process as themes emerged and saturation of data was reached (Krueger & Casey, 2015).  
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Personal assumptions 
An important aspect of analysis is the identification of a researcher’s personal assumptions, 
which, in my case, are largely grounded in my own experiences of living with a thyroid 
disorder, past interactions with health professionals and my own difficulties in accessing 
relevant, evidence-based information. These assumptions have the potential to cause bias in 
both the interviewing and analysis stages of this study, though this has been minimised 
through acknowledging and presenting these assumptions and the adoption of a rigorous, 
research methods; a process known as bracketing.
I was 29 years of age when I was diagnosed with autoimmune thyroiditis. One thing that 
always troubled me was that I was initially misdiagnosed as having an anxiety disorder, and 
it was not until I became increasingly symptomatic and sought the opinion of another medical
officer, that my thyroid condition was identified. I was a young adult at the time of diagnosis 
and had only been nursing for a few years, therefore my knowledge base was quite limited at 
that time. Unfortunately, I was not provided with any information to help me understand my 
condition and how best to manage it, nor was I given contact details of support programs that 
could possibly assist me. This left me feeling unsupported, vulnerable, confused and 
frustrated, and with no other choice but to source my own information. I found the process of 
finding information quite taxing at that time, as I was acutely ill for several months and 
suffered from extreme fatigue, tremors and brain fog. Although I was eventually able to 
locate an American text, which outlined the dietary requirements and symptom management 
for thyroiditis, I found it difficult to translate the units of measurement to the metric scale, in 
an effort to understand my pathology results. In addition, although this book was authored by 
a doctor in the field of thyroid management, it appeared not to be peer reviewed and I found 
68 
myself questioning some of the recommendations made within the text. It was not until a few 
years later, after changing endocrinologists for the third time, that I finally received clear 
instructions pertinent to my thyroid management. Further to this, in my 16 years’ experience 
as a registered nurse within the private and public healthcare sector, I have encountered 
situations where patients have had experiences very similar to my own. I began to wonder 
why this was occurring: was it due to a lack of health professional knowledge and 
understanding; or was it due to constraints in accessibility, availability and comprehension of 
information? I convey this experience, so that the reader can understand the journey that led 
me to undertaking this research and by clearly identifying my assumptions, be able to bracket 
them, in order to minimise personal bias and thus, strengthen the value of the study’s 
findings. Bracketing is the process whereby the researcher reduces the potential harmful 
effects that unacknowledged assumptions may pose, in order to increase the trustworthiness 
of the study (Tufford & Newman, 2010). The researcher must acknowledge their experiences 
through self-reflection and look beyond their preconceptions regarding the phenomena 
(Tufford & Newman, 2010). This process of self-discovery helps to protect the researcher 
from the progressive effects associated with analysing content that may be emotionally 
challenging, and as such, enables the researcher to interpret the participants experiences with 
an open mind (Tufford & Newman, 2010). 
Trustworthiness 
Qualitative research within the nursing discipline, aims to capture experiential phenomena 
(Saks & Allsop, 2013; Thorne, 2008). It focuses on a person’s perception of their social 
world and as such, relies heavily on dialogue, as it seeks to understand peoples’ subjectively 
lived experience (Liamputtong, 2017; Saks & Allsop, 2013). Streubert and Carpenter (2011), 
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emphasise the importance of accepting the ‘self’ as an integral part of the qualitative research 
process. This not only relates to participants but equally to the researcher’s own beliefs and 
assumptions regarding the phenomenon (Streubert & Carpenter, 2011). The idea of self and 
subjectivity needs to be carried right through the qualitative research process, to include both 
the analysis of data and delineation of findings.  
Throughout the research process, time must always be allocated to establishing and 
confirming the trustworthiness of a study. Morrow (2005) emphasises that the criteria for 
evaluating trustworthiness, are closely linked to the foundational principles of the discipline, 
in which the research was conducted. In addition, Nowell, Norris, White and Moules (2017), 
claim that as the undertaking of qualitative research continues to expand, there is a greater 
need for clear criterion, to assist researchers to conduct studies that are trustworthy. Similarly, 
Noble and Smith (2015), stress that health professionals conducting qualitative research must 
make judgements regarding the strength, integrity and appropriateness of their findings when 
assessing the credibility of their study. These authors also purport that stringent evaluation of 
research quality is essential, for study findings to be applicable and implemented within the 
clinical setting.  
The term trustworthiness is largely associated with qualitative research, rather than the 
quantitative labels of validity, reliability and objectivity. Lincoln and Guba (1985) put 
forward the concept of trustworthiness, as one such method qualitative researchers could 
utilise to convince readers of the rigour of their research findings. The concept includes four 
criteria, which the authors believe should be considered by researchers, in order to produce a 
trustworthy study: credibility, transferability, dependability and confirmability (Lincoln and 
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Guba, 1985). It is this criterion, which has been used to address the trustworthiness of this 
research.  
Credibility 
Credibility addresses the link between the participants’ views regarding the phenomenon 
under study and the researcher’s interpretation of those perspectives (Korstjens & Moser, 
2018, Nowell, et al., 2017). Credibility establishes whether the study findings are plausible in 
respect to the accuracy of their representation of the participant’s views (Korstjens & Moser, 
2018). Lincoln and Guba (1985) suggest several strategies to address credibility, including 
prolonged engagement, persistent observation, triangulation of data in terms of either space, 
time or person  and member checking. Noble and Smith (2015) discuss credibility in terms of 
‘truth value’, in that the researcher recognises that there are multiple realities. Further to this, 
they also emphasise the importance of researcher transparency regarding personal 
experiences and assumptions, which may have resulted in bias.  
In the undertaking of this study, credibility was assured, beginning with the recruitment 
process of participants. Participant selection was purposive and voluntary, which produced 
variability with respect to geographical location, age and gender, resulting in diversity within 
the sample group. Secondly, prolonged engagement was achieved through individual and 
group interviewing, and frequently listening to and reading the collected information. This 
enabled the researcher to become acquainted with the setting, build trust with participants and 
establish familiarisation with the data (Korstjens & Moser, 2018; Lincoln and Guba, 1985; 
Noble & Smith, 2015). Data familiarisation was continued throughout the analysis of 
collected information, which further ensured that the results were an accurate representation 
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of the participants’ views. Persistent observation occurred through the development of codes, 
whereby the researcher studied the data by re-reading the transcribed interviews and 
repeatedly listening to the audio files within the Artichoke™ (Fetherston, 2007) program, 
until a rich and accurate interpretation of the content occurred (Korstjens & Moser, 2018). 
There was variability in the methods used to collect data, which included both individual 
interviews and a focus group. This enabled ‘person’ triangulation of data, as information was 
gathered from both a singular and group perspective (Curtin & Fossey, 2007; Korstjens & 
Moser, 2018). Multiple sources of data collection enhance data reliability, creates depth and 
breadth of information and helps to avoid bias (Curry, Nembhard & Bradley, 2009; Curtin & 
Fossey, 2007; Streubert & Carpenter, 2011; Zohrabi, 2013). Semi structured interviews 
focused on elements of the overarching research question, which guided both individual and 
group interview processes (White, Oelke & Friesen, 2012). This resulted in clear and accurate 
responses from participants, that produced a detailed depiction of their beliefs and attitudes 
and as such, a reflection of truth (Lincoln and Guba, 1985). Researcher transparency was 
addressed earlier within this chapter with a reflective account of the researcher’s pre-existing 
attitudes towards the studied phenomenon (Noble & Smith, 2015).    
Transferability and Dependability 
Transferability involves the provision of rich descriptions of the participants and the research 
process, so that another researcher who may wish to transfer the findings to another setting,
has the means from which to make that transferability judgement (Nowell et al., 2017; 
Korstjens & Moser, 2018; Lincoln and Guba, 1985). In this study, transferability was 
achieved by providing a detailed account of the process involved with sample size and 
selection, recruitment strategies, methods of interview and demographic data collection; 
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inclusion and exclusion criteria, the chosen setting and the context in which the study was 
conducted (Korstjens & Moser, 2018). This process ensures that the participant’s lived 
experience becomes meaningful to an outside person. A conceptual framework was 
developed to assist the researcher with the development of the indicative questions and 
thematic analysis of the collected data. Coding was accomplished using the computerised 
analytical program Artichoke™ (Fetherston, 2007) and through collaboration with research 
supervisors. The researcher ensured analysis was verifiable, in that there was sufficient data 
that established a trail of evidence, which would enable another to duplicate the researcher’s 
findings (Krueger & Casey, 2015). Participants will be provided with a summary of the 
study findings and recommendations, to ensure accuracy and thus dependability of 
participants’ lived experience.  
Confirmability 
Confirmability is concerned with creating a clear depiction of how conclusions and 
interpretations of study findings were achieved, to illustrate that they were clearly attained 
from the dataset. Confirmability was achieved through the writing of the final report and the 
creation of an audit trail. Audit trails provide the reader with transparency and evidence 
regarding any methodological or theoretical issues encountered throughout the research 
process (Nowell et al., 2017). The saved copies of raw data, notes taken during interview 
and transcriptions, allowed the researcher to cross reference the dataset and assisted in the 
documentation of the research process.  
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Ethical considerations 
Health professionals are governed by several codes including ethics, which mandate expected 
practices and considerations and as such, accommodate to changing values, needs and 
expectations (Kumar, 2011). These principles are also pertinent to qualitative studies, in that 
there are several considerations that need to be made in respect to research participants, due 
to the dynamic and interactional nature of this type of research (Roth & von Unger, 2018).  
The researcher has a responsibility to ensure study participants, safety and well-being 
(Kumar, 2011). Generally, participants become involved in studies because they personally 
recognise the importance of the research and wish to play an active role in assisting in the 
process of mediating change (Kumar, 2011). Participants expressed interest in the study 
conducted, as they personally identified with the aims of the research. 
The researcher was guided by the principles of autonomy. Autonomy refers to a person’s 
right to make decisions without external controls or influence (Kumar, 2011). The researcher 
sought ethics approval from the Murdoch University Human Research Ethics Committee in 
April 2016: project number 2016/027 (Appendix F). In respect to qualitative research, it is 
imperative that the potential participant receives information so that they are able to make a 
voluntary and informed decision regarding study participation (Kumar, 2011). Participant 
autonomy was assured through a strictly voluntary recruitment process. The recruited 
participants were not coerced or influenced in any way to participate. Each participant was 
sent an information letter (Appendix A) via email, which outlined the purpose of the research, 
possible risks of participation (e.g. generated feelings of anxiety, discomfort or frustration), 
how confidentiality and privacy would be maintained, and participation details, including the 
recording of interview and approximated length of time- commitment required. It was also 
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stipulated that participants were free to withdraw from the study at any time. To further 
ensure anonymity, all participants were given a code number at time of interview, which 
guaranteed that confidentiality was always maintained.  
A signed consent form was obtained from each participant preceding the study and 
participants were only included once this was received. A signed consent form was required 
from all participants of the focus group and individual interviews (Appendix C). The purpose 
of the research, inclusive of possible benefits of the study and the researchers’ names and 
contacts was included on the consent form. The raw recordings have been deleted and data is 
stored in the form of transcribed interviews and spliced segments on the Artichoke™ 
computer software database. The data is stored using the participant’s code number and 
whether it was an individual interview or focus group. This is in accordance with the National 
Health and Medical Research Council (NHMRC) regulations. Data will be stored securely for 
five years prior to being destroyed. (NHMRC, 2007) 
Conclusion 
This chapter provided a discussion of the methodological, theoretical and conceptual 
frameworks that guided this study, which investigated peoples’ experiences with seeking, 
finding and using health related thyroid information. A detailed explanation of the qualitative, 
interpretive methodology used in this research was provided. The appropriateness of 
Bandura’s self-efficacy theory as the theoretical framework that underpinned aspects of this 
study was explained and a detailed conceptual framework was provided to explain how all 
aspects considered in the research were interconnected. This chapter also included the 
selection of participants, the use of both a focus group and individual interviews as methods 
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of data collection, data analysis, and ethical considerations required to complete this study, as 
well as the processes undertaken to ensure trustworthiness.  
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Chapter 4: Findings 
Introduction 
This qualitative interpretive study explored the experiences of people with thyroid disorders 
in seeking, finding and using thyroid related health information to help self-manage their 
condition. The researcher obtained the data for this study via two methods of interviewing; a 
focus group and individual interviews. Participants were asked multiple open-ended 
questions to facilitate responses that were reflective of their lived experience with thyroid 
disease and more specifically to reveal their stories of information need, acquisition and 
utilisation. Gaining an understanding of the individual’s motivations for seeking information, 
and their perceptions around availability and accessibility of thyroid information and its 
sources, was instrumental to the core aims of this research. This chapter presents findings 
from nine participants (n=9) who disclosed their personal journey up to and following their 
diagnosis, in relation to their ongoing search for information to assist them to self-manage 
their thyroid condition.   
Findings 
Participants 
The participants were recruited from an initial sample of 12 voluntary participants. Three 
participants did not continue with the study beyond either providing their contact details or 
completing the consent form and pre-interview questionnaire. Data were collected from one 
focus group of five participants and four individual interviews, with the collected information 
from these deemed manageable within the time constraints of the research degree being 
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undertaken (Smith, 2015). Participants in this study included adults over the age of 18, who 
had been diagnosed with a thyroid disorder. 
Participants all lived in Western Australia, with one temporarily relocated to South Australia 
at the time of interview and all had been diagnosed with a thyroid condition. Seven 
participants were diagnosed with Autoimmune thyroiditis; six with Hashimoto’s, and one 
with Graves’ disease; while the other two participants identified a diagnosis of 
hypothyroidism with the specific type unknown. Females were the prominent source of data 
with only one participant being male. Although ethnicity was not included in the pre- 
interview questionnaire, one female participant did identify herself as being Aboriginal. The 
age of the participants ranged from 42 years to 79 years of age, with four of the nine (n =4) 
being under 50 years of age at the time of interview. All participants (n=9) identified as 
taking prescription medications for their thyroid condition. Three of the participants (n=3) 
stated they took thyroxine; one (n=1) was prescribed carbimazole and propranolol and the 
remaining five participants (n=5) stated they were prescribed Natural Desiccated Thyroid 
(NDT), with one also prescribed T3 replacement therapy. Three of the nine (n=3) participants 
also listed vitamin and mineral supplements, such as vitamin B and D, magnesium, calcium, 
fish oil and probiotics, in addition to their prescribed thyroid medication. (Appendix E) 
Emergent themes 
The following table outlines themes that represent the participants’ journey with seeking, 
finding and using thyroid related health information to help self-manage their condition, up to 
and following their diagnosis. Associated subthemes represent the challenges participants 
faced regarding the provision and acquisition of thyroid information and their ongoing 
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struggle and successes in its application to the long-term management of their condition. Four 
themes and twelve subthemes were identified from the analysis of the qualitative data and are 
presented in Table 1.  
Table 1: Themes and subthemes identified from analysis of qualitative data 
Theme Subthemes  
1. Needing knowledge and
understanding
Looking for an answer  
Experiencing unrelieved symptoms 
Needing reassurance and understanding 
Feeling confused and overwhelmed 
2. Beginning to lose faith Received nothing  
Feeling dismissed 
Losing self confidence 
Distrusting the system 
3. Needing affordable and
collaborative support
Needing affordable chronic disease 
management 
Wanting collaborative support options 
4. Doing it my way Feeling a lack of control 
Doing my own research 
Taking what’s right for you 
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Theme one: Needing knowledge and understanding 
A need for knowledge and understanding relevant to individual participants’ experiences with 
thyroid disease was identified at varying stages of their journey with the disorder. This need 
began prior to diagnosis when participants were looking for answers to explain their 
symptoms and continued through to needing an understanding of the short-term and long-
term physical and psychological impact of their condition and how they could best manage 
their self-care.  
Subtheme: Looking for an answer 
Participants initially revealed they first consulted their medical practitioner when looking for 
answers for the, as yet, undiagnosed symptoms they were experiencing; such as fatigue, 
diminished concentration and sudden intolerances to heat and cold, all of which were not 
relieved by simple interventions or home remedies. Several participants expressed feelings of 
relief at finally receiving a diagnosis that explained their symptoms.   
“Ahhh…, probably having a solution for being tired ; I actually went in for a test 
because I thought I was a young diabetic because um, I was working in the 
‘maintenance period’ and I used to feel tired and then ten o’clock would come with 
the donuts and stuff and you think the sugar rush made you feel better.  So um, I was 
actually thinking maybe I’m becoming diabetic, so I went and got my bloods checked” 
(P9). 
“I was originally going to a doctor because I wasn’t feeling well, my feet were 
swelling for no good reason and I actually went in search for a particular doctor, I 
had been to only on one or two occasions because I suffered with vertigo and nobody 
could understand what was causing the vertigo...” (P3). 
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Finding a diagnosis did not however always provide them with the answers they needed, as 
many continued to experience unrelieved symptoms. 
Subtheme: Experiencing unrelieved symptoms. 
Even following medical treatment participants reported experiencing ongoing symptoms that 
included physical aches and pains, fatigue, alopecia and cognitive symptoms they described 
as ‘brain fog’, depression and paranoia. Most concerning to some participants was the impact 
these ongoing symptoms appeared to have on their quality of life, with some expressing that 
it almost caused them to lose their sanity and/or livelihood. Although several participants 
described experiencing psychological concerns, ongoing physical symptoms were most 
commonly reported.  “I mean the pains and stuff, I’ve lived with them for so long, it’s drives 
me mad because I’m a person who can’t sit still so I hate this debilitation. You know, so it 
drives me insane…” (P1); and “…the thing that upsets me the most is my hair; losing my 
hair… every time I wash my hair, I start crying, all the time” (P2). 
Two participants reported that they perceived their ongoing episodes of fatigue as a prompt to 
see their medical practitioner for further thyroid function testing or review of their medication 
dosage. “I still go through bouts where I’ll get very tired and I know when my medication is 
not working because I find as I’m getting to the end of a prescription, I’ll start slowing 
down” (P9); and “Getting tired. I can usually tell when I’m not getting the thyroxine I need 
because I feel bloated and I feel really tired and if I don’t have another explanation, I go get 
it tested” (P6). 
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A few participants also reported that they had experienced ongoing cognitive symptoms, 
which had impacted their mental alertness and general functionality. 
“I had too huge a workload for a start. Yeah, but I just got more and more sick and 
then I changed my job. I stayed in the agency but I had to move as one Christmas I 
sent too many people on leave and went on leave myself um because I had to do 
rosters and stuff and trying to do rosters when your head’s not working too well; ah, 
not a good outcome” (P5). 
Additionally, one participant recalled her experience with suicidal ideations prior to her 
diagnosis and before she became more knowledgeable and actively involved in her long-term 
thyroid management. She expressed feelings of concern regarding how her depressive 
symptoms periodically resurface despite medical treatment; which often results in her feeling 
isolated and disconnected from her workplace, family and cultural community. This 
participant also stated that she felt there was a lack of understanding from other people 
regarding her depressive symptoms and the level of debilitation that arose as a result of those 
symptoms.  “I must say before I came into the light about my hypothyroidism, there was more 
than a few times that I thought about suicide because it just, um, it’s just so debilitating, and 
people just don’t understand” (P8). 
Subtheme: Needing reassurance and understanding  
Participants expressed strongly their need for understanding and reassurance, particularly in 
relation to the symptoms described in the previous sub-theme.  
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“I agree with that, um, it’s important that whoever’s giving you the diagnosis, helps 
you to understand the symptoms… you’ve come and dumped on them and you’re 
nearly in tears saying oh I feel this and this and this; I think it’s important for them to 
say, OK, that’s the normal symptoms of Hashimoto’s, or whatever it is, and we’re 
going to help you get better” (P4).   
Despite this expressed need, there was however a recognition that at the time of diagnosis it 
was hard to assimilate any information provided. “No, I think when I was diagnosed, I was so 
sick that my brain wasn’t functioning anyway, so um, and the doctors just gave me thyroxine 
and I just took the pill…” (P5). 
One concern expressed by participants was that they did not just want to ‘blindly’ take
prescription medication or undergo treatments without understanding the ‘what’ and the 
‘why’. Several reported that they continued to seek answers regarding specific physiological 
and psychological effects of their disorder, why they occur and what they can do to prevent 
symptoms from re-presenting. “Yeah. But I want to know. I don’t just want to take drugs; I 
want to know what they’re doing and why” (P1); and “So, you probably need to know what it 
is exactly, that the Hashimoto’s is causing” (P6). 
“What the parameters are. What to expect. What are the likely consequences of it? 
Your whole body. Because I found that my cholesterol went up, my liver function was 
out, um and it seemed to be common with people that had Hashimoto’s” (P7). 
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Subtheme: Feeling confused and overwhelmed 
Following diagnosis some participants explained they also often felt a need for a better 
understanding regarding interventions they should be integrating into their self-care regime 
but that they often felt confused and overwhelmed by the complexities associated with the 
knowledge that was required for them to manage their condition. “It’s like, I’m on this 
journey and you just go down this path but you don’t really know if it’s the right path” (P5). 
The broad range and volume of information participants encountered, particularly on the 
world-wide-web, was problematic and participants did not know how to sift through it to find 
the answers they needed. They were unsure of the credibility of available data and had 
problems understanding the information. Participants expressed a need for credible yet simple 
thyroid related health information. “I find it hard to find something that is simple in respect to 
what is actually going on. So, like, even though I’ve read all the anatomy and 
pathophysiology and everything, I still don’t get it” (P1). 
“I think the biggest problem for me, is now with the internet there’s this overload, like 
plethora of information and you almost don’t know what to take on. I would like a 
simple answer. ‘Just do that! You know” (P4). 
The rationale presented for participants’ expressed challenges with understanding thyroid 
information, varied greatly. One participant attributed her difficulties to an initial lack of 
confidence and her own inability to understand the thyroid information she acquired. She also 
expressed that the negative feelings she experienced as a result of these difficulties 
diminished and became less frequent, as her knowledge base improved and she gained more 
control over the management of her thyroid condition.  
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“I was probably in a really hard place and not being confident to get the confidence 
to do the research and how to do that. …in the initial stages, I had trouble 
understanding it all. But as I read more and got more involved, I came out of that 
dark place and started seeing the light about how everything’s connected” (P8). 
A second participant disclosed that she felt her initial lack of understanding was primarily 
due to her poor health at the time of her diagnosis. She explained that her cognitive 
symptoms made understanding information difficult but emphasised that this improved 
greatly, as her health improved. “Because you can read stuff, OK but if you’re unwell, it’s 
very hard to comprehend it all. Because there’s so much of it and as I’ve gotten…my health’s 
increased, I can understand it better” (P5). 
A few participants also expressed that they often felt confused regarding what information 
and advice they should take on. This was especially so for one participant who sourced much 
of her information from an online support group.  
“Like, different stories people say, like cut your food down, you’ll lose weight and 
then yesterday, on Facebook, there was a thing there, saying that people with 
Hashimoto’s… you’re supposed to feed your body calories. So, eat big, not? I’m 
thinking, what am I supposed to do? It’ not working!” (P2). 
In this first theme participants described how they perceived their need for knowledge and 
understanding to be a continual and challenging process; which was strongly driven by their 
experience with thyroid related symptoms. They also identified a strong need to comprehend 
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acquired information, in order to be able to facilitate informed decision making and self-care. 
Their experience with ongoing symptoms despite medical intervention and the impact of this 
on the participants’ functionality and overall physical and psychological health was also 
identified to be main area of concern, confusion and contention amongst participants.   
Theme Two: Losing faith 
As participants told their stories regarding the difficulties they experienced in gaining an 
understanding of their diagnosis and how to best manage their condition, many expressed 
losing faith in both health professionals and the healthcare system. Almost all participants 
reported a lack of information provision by healthcare professionals on a variety of issues, 
including obtaining an overview of their condition to facilitate an understanding of their 
diagnosis; symptom management, interpretation of pathology results, dietary advice, and 
availability of support services, medications and thyroid associated complications.  
Participants also communicated their feelings on a number of misgivings regarding their 
relationships with health professionals, their interactions with the healthcare system and the 
wider community. Feelings of disempowerment, frustration, diffidence and mistrust were 
identified as resulting from perceived misdiagnosis, incorrect or inadequate treatments, 
ongoing symptoms and the unreliability or absence of information.  
Subtheme: Received nothing 
Almost all participants reported that they had not been provided thyroid information by 
health professionals at the time of their diagnosis and many thereafter. Several participants 
also reported that they felt that the absence of information provision hindered their ability to 
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come to terms with their diagnosis or begin to understand how to manage their disorder. “I’ve 
had nothing. Nothing at all cause basically, when I got that diagnosis, he just did a few tests. 
There was nothing else. There was no, this is what’s wrong with you, no, there was nothing” 
(P1); and “Nothing. Just diagnosed about 20 od years ago and nothing since then” (P5). 
A few participants made additional statements in respect to not receiving information from 
their health professional.  They disclosed that although they had received a prescription and 
diagnostic testing, they were not provided with any useful information to assist in their 
understanding of their thyroid illness. “Virtually none, just a script for Oroxine” (P7); and “I 
haven’t received anything specific, other than an ultrasound and blood report” (P9).  
One participant elaborated further, identifying that he had little to no expectations in respect 
to receiving information from his healthcare provider. “I don’t think I’ve had too much of a 
problem, but I don’t think I’ve ever really expected them to tell me too much” (P9). 
Following the initial question, which asked participants to discuss whether they had received 
thyroid information from healthcare professionals, it was identified that four participants 
worked within the healthcare sector. Of these, two stated they felt assumptions were made 
regarding their prior knowledge of thyroid disease and that this may have influenced the lack 
of information provision at the time of their diagnosis.  “He didn’t give me a great deal of 
information because I worked with him, so he probably assumed that I could get it myself)” 
(P6). 
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“I asked him for a few things like could I have my vitamin D checked and then he 
says: ‘you seem to know all about this’. So that was it. There was nothing else…it was 
oh, you seem to know” (P1). 
Subtheme: Feeling dismissed 
Feelings of dismissal from friends, family; the workplace and health professionals were 
reported by almost all participants. Negative emotions were at the forefront, with many 
participants reporting feelings of invalidation by health professionals, the healthcare system 
and their personal social communities. These feelings were reported to be the result of not 
being believed, symptoms not being acknowledged and misdiagnosis.  
“I guess at the beginning I was so angry because all this time I’ve been 
going…there’s something wrong with me, I know there’s something wrong and just 
being told-we will send you off to Graylands, that’s what’s wrong with you” (P1).   
“I tried to tell the doctor and he said; no, no, he kept shooing me away, until one day 
I was just dragging my feet; went back to another doctor, in the same surgery and 
straight away, he said, you’ve got a thyroid problem” (P2). 
“I had a very high-pressured job and I was like I couldn’t get out of bed, and I went 
to a doctor who I had being going with for other issues and I said to her I was just 
really exhausted and can’t hardly get out of bed and she said well, that’s just your 
age, get used to it. Well, I was 45 at the time. And she said you’re not walking 
enough. I said, I walk every day but I’m so tired, you know” (P5). 
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“I went to the ah, locum and I said, I would like a thyroid antibody test and he said, I 
can tell by looking at you that you’ve got a thyroid problem. Because I was puffy, I 
was retaining fluid and my other had been saying…, oh you’re just menopausal, oh 
you’re just menopausal” (P7). 
One participant elaborated on these feelings further from the aspect of being misdiagnosed 
with depression and the incredulity of loved ones regarding her cognitive and physically 
debilitating symptoms, prior to her thyroid diagnosis.  
“That’s where it all started for me. I couldn’t walk, I was lying in bed all day and I 
couldn’t walk, and people were like- it’s all in your head, you’re just depressed; 
that’s why you’re lying in bed all day. It’s like, no it’s not. I mean I’m happy as Larry 
and then they give me antidepressants and then I think I probably got serotonin 
syndrome because it just made it worse” (P1).  
Several participants described feeling extremely distressed after being dismissed by health 
professionals. One described her experience of when she first attempted to take an active role 
in her thyroid management.  
“I went back to the doctor, and I asked her if I could be tested for this, that and the 
other because she was only testing my TSH and nothing else. Um, she refused, she 
just poo-hood the whole thing. I left there in tears” (P5). 
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Another participant recalled feeling disempowered after actively seeking assistance from her 
general practitioner for exacerbated symptoms, which were secondary to the prescribed 
increase of her thyroid medication.  
“One doctor said to me, ‘oh double the medication’ and within about 10 days I felt so 
bad and I couldn’t get into her where she was doing her thyroid type treatment and 
the other clinic where she was doing her two days; I arrived there and I said how I 
was feeling and she said: ‘you can’t come here for this, we don’t discuss this in this 
practice. You know, more or less go away. Now I mean, her bed-side manner was 
lacking. I went out to the car and sat and howled for about 10 minutes, thinking I was 
an idiot” (P3). 
Similarly, two other participants reported feeling frustrated and distressed at not only being 
dismissed by a medical practitioner but at being told that their perceived illness and 
associated symptoms were psychosomatic. “No, even when I was diagnosed, she said, your 
results are fine, there’s nothing wrong with you, it’s in your head or, it’s your age, get over 
it!” (P5). 
“Then about 4 years ago I went to the Dr ‘because I had diarrhoea for 4 weeks 
straight and I was eating and eating and she was like, well, that’s what you get, it’s 
all in your head… and I was like, no, this is not right” (P1). 
Feelings of being dismissed extended to feeling pushed aside and ignored. One participant 
recalled her experience within her workplace when she began to exhibit exacerbated 
symptoms. She reported feeling disregarded by her supervisors when she disclosed that she 
was experiencing severe fatigue and cognitive symptoms, secondary to her thyroid condition. 
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The participant attributed her management’s behaviour to a lack of understanding regarding 
thyroid disease and its associated symptoms but emphasised that their dismissal of her illness 
almost resulted in her losing her livelihood.   
“I was so sick, I thought I was going to have to give up my job. The other side of it 
was that um, management didn’t understand my illness, so you had to try and keep up 
and keep going even though you were really exhausted” (P5). 
In addition, two of the participants also reported that their experience with feelings of 
dismissal were directed at the wider community and their lack of understanding regarding 
thyroid disorders or people’s inability to access appropriate treatments. “And people just 
don’t understand how serious this can be for their lives” (P8). 
“My biggest concern is that women are dying because they are misdiagnosed, 
undertreated, and also because of their poverty they’re probably going to die early 
because they can’t access the medication they need and that is what upsets me” (P5). 
Subtheme: Losing self-confidence 
Feelings of being dismissed were reported by participants as often being followed by periods 
of diminished self-confidence. There were several contributing factors participants attributed 
to their loss of self-confidence and resolve prior to and following diagnosis. These included 
feelings of self-doubt, intolerances and misunderstanding regarding thyroid disorders from 
loved ones and the wider community. These negative experiences were perceived by some 
participants as the precursor to their adoption of a more solitary approach to their thyroid 
management and lifestyle.  
91 
One participant expressed how the dismissal by health professionals and loved ones regarding 
her thyroid disorder contributed to her current loss of confidence and subsequent withdrawal 
from society, friends and family.   
“I mean I was very capable and confident on the outside whereas I’ve now got to the 
point where I’m very sheltered and I don’t go out and I don’t want to socialise 
because I can’t cope with what’s going on. Sorry… (patient became emotional and 
teary)” (P1). 
An additional participant reported that she often felt intimidated by the lack of understanding 
of the wider community and that this contributed to her tendency to shy away from 
community-based health forums or discussing her illness with friends and family. She 
disclosed that she is often met with negativity regarding her alternative approaches to thyroid 
management and that this negatively impacts her self-confidence and resolve in respect to her 
thyroid management approaches.   
“The idea of a forum kind of intimidates me a little bit because I suppose you can tell 
that my approach to my treatment is very natural based and sometimes, I am reluctant 
to get into those types of conversations with people so… I know some people find the 
way I approach my health as controversial so sometimes I like to, you know, in terms 
of how I’m managing my health” (P4). 
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“I know that even when I tell people, you know, I’m gluten free, you know, it’s just 
this whole ludicrous: ‘oh my god!’ you know, and it just becomes such a drama just to 
be gluten free. I just go along quietly” (P4). 
Subtheme: Distrusting the system. 
As participants related their experiences of feeling dismissed and losing confidence almost all 
participants reported that over time, they had developed feelings of mistrust in healthcare 
professionals and the healthcare system. These experiences appear to have precipitated the 
establishment of a diverse range of doubts regarding mainstream thyroid management. 
Doubts ranged from the development of scepticism and distrust in the healthcare system and 
health professionals, to the influence of ‘big business’ on accessible treatments; the reliability 
of health information and the perceived prevalence of thyroid disorders.  
Several participants attributed issues such as complacency, inadequate knowledge and 
education and a reluctance to invest in diverse thyroid management approaches, as 
contributing factors to their distrust of health professionals and the Australian health care 
system.  “Current doctors have blinkers on far more, not just because I’m older, but they 
refuse to look outside of the scientific or the area that they’ve been trained in” (P3); and “If 
they don’t have an interest in thyroid, they don’t look any further than what they’re told” 
(P5); and “No, you’re not told, and they’re not taught, they’re only taught a small amount” 
(P8). 
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Similarly, a lack of knowledge regarding comorbidities was perceived by some participants 
to be another contributing factor to their distrust. “I’m starting to go to him and go what 
about this and that and he’s not giving me the confidence that he’s sure” (P1); and “I have 
Sjogren’s syndrome as well as Hashimoto’s, and I developed that about five years ago and 
most people I’ve talked to, even doctors don’t know anything about it” (P7).  
A doctor’s reluctance to learn more about thyroid disorders was also perceived by one 
participant to be a further contributing factor to her distrust of health professionals’ 
knowledge base. “She (the Dr) says that at her age and stage, she just hasn’t got the time or 
inclination to do more study, except what she’s got to keep up with” (P3). 
Many participants also felt that their mistrust of the healthcare system was triggered and 
compounded by their negative interactions with their medical practitioner. Of particular 
contention was their perception of being belittled and unheard.  “Being Aboriginal I think; 
you just get treated like, well I’m the doctor and I know what’s best for you, and this is what I 
think you should do” (P8); and “Doctors still refuse to listen and um, and, they make you feel 
as though you’re dumb, a hypochondriac, being lazy, all that sort of stuff” (P5).  
“Except one doctor said to me, ‘that’s a bugger of a disease’. So, there it is, there’s nothing 
you can do about it, accept it” (P7); and “It was just like, take these drugs; that’s it, there’s 
nothing more we can do for you” (P1). 
Conversely, some participants’ feelings of scepticism and mistrust were targeted towards 
their perceptions regarding the reliability of thyroid health information, in that it may be 
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falsely represented as truth without substantiated evidence to support it. “No. I tend to do a 
lot of things by myself, as I said I don’t trust a lot of references, so its great people saying 
things, but I like to do my own research” (P9).  
“I would only find it personally useful, again harping on, if I was getting some basic 
evidenced based scientific type evidence, I’m not really interested in trying a little bit 
of this and a little bit of that. You know, I kind of went down that path and it didn’t 
really work and the older I get, the more sceptical I get” (P6). 
Additionally, there were some participants that questioned the influence of ‘big business’ on 
available and accessible treatments for thyroid disorders in Australia. “I’d just like to say that 
the doctor that actually told me I had a problem with the thyroxine, and changed me over, he 
said unfortunately, chemical companies have a big influence, in the current doctors” (P3). 
“…their president came out and said there’s no evidence to prove that thyroid 
extract (NDT) works right; and one of their sponsors is a pharmaceutical company 
and everyone has said how can you say that when there is thousands and thousands of 
us all around the world; not able to hold these jobs down, really sick and are now 
operating at nearly full capacity again. How can he say it doesn’t work? (P5) 
Moreover, a few participants also reported feeling sceptical regarding the recorded 
prevalence rate of thyroid disorders in Australia, while others inferred that diminished 
prevalence rates were the result of underdiagnoses. “I feel its epidemic amongst our mob and 
that it’s underdiagnosed” (P8); and “…they’re finding that there are a lot of people that 
have similar or, you know, problems connected with the thyroid” (P3). 
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“I mean in my circle; it’s quite small, I’ve met so many people with it. I mean, I’ve 
also only just started consulting and I’ve already met three people with Graves, when 
I’ve probably only had twenty clients. So, I’m, well, the percentage is really high, am 
I attracting that or is that the world?” (P1)  
The lack of information provision at the time of diagnosis and the negative feelings generated 
as a result of participants interactions with health professionals were often associated with 
feelings of diminished self-confidence, reduced trust in the competence of healthcare 
professionals and scepticism regarding the prevalence of thyroid conditions within Australia.  
Theme Three: Needing affordable and collaborative support. 
The need for affordable and collaborative support was highlighted by participants as a 
prominent issue in respect to ongoing and long-term thyroid disease management. There was 
a pronounced emphasis on the need for more accessible, collaborative and comprehensive 
thyroid management infrastructure, including easier access to integrative healthcare services, 
more thorough thyroid function testing, patient empowerment and further research, to 
improve current thyroid treatment regimes.  
Subtheme: Needing affordable chronic disease management. 
Most participants expressed feelings of exasperation and hopelessness regarding the 
accessibility of integrative thyroid management and treatments. Although integrated health 
practitioners, including naturopaths, allied healthcare workers, medical officers and 
specialists are promoted by support groups and some healthcare facilities as the primary 
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option to receiving comprehensive thyroid management; for many this was perceived as 
unobtainable due to the exorbitant costs associated with accessing these services. “Just 
breaks my heart though because you know the doctors that you need to be with cost a fortune 
to see and I feel that those women that don’t have the money to do that, suffer” (P5). 
“One I rang, I spoke to the secretary, not to the doctor… it was going to cost me $365 
dollars to have a discussion with me and it was not rebateable from anybody, um, 
then he may not take me as his patient because he decided whether or not you had a 
problem. So, at that sort of cost I opted out” (P3). 
“Even though I’ve said I’ve got some great doctors, only one of them is a GP who I 
can go and see very cheaply, and the others are integrated doctors who are a couple 
of hundred dollars a visit. Plus, I’m one of these people that’s fortunate enough to be 
able to spend hundreds of dollars on supplements a month but that’s because they’re 
the only things that are keeping me well, so, I really don’t have a choice. …I’m lucky 
that I’m on enough of an income that I can kind of manage that but it would be really 
nice if I could just go and see a GP, who I’m confident in, who is not going to charge 
me $2-300 dollars” (P4).   
Two participants also expressed feelings of frustration at the costs associated with more 
comprehensive thyroid function testing.  “And the costs you see, that’s why the doctors won’t 
do the other tests because it costs too much “(P2); and “I had to sign forms to get the other 
tests done. Have you had thyroid testing before and if you hadn’t; you had to pay extra” 
(P3).  
97 
However, while most participants perceived the ongoing costs of integrated thyroid 
management to be the main deterrent for their use, one participant felt that they were not only 
costly but an ineffective exercise that she would avoid in the future. “I did try a naturopath 
for a while because I was diagnosed at the beginning of menopause, um, but I just wasted an 
awful lot of money. I won’t do that again” (P6). 
Another participant expanded on the issue of costs in respect to ongoing medicinal 
treatments. She disclosed that she now needed to source her alternative thyroid medicine 
from overseas due to recent vast increases in the cost of purchasing her medication locally. 
“The cost. So, I now source my medication overseas. Um because there’s apparently 
a shortage of pig or swine, so they say and um, the price of it went up 600% so 
therefore, I can buy…how much did I pay for it; $230 I bought, probably, 6 packets of 
…there’s 12 a sheet, there’s five sheets in each box so about 60…so probably 400 
tablets for $230 and in Australia, that would be probably $600 and something. It’s a 
huge difference” (P5). 
Subtheme: Wanting collaborative support options. 
There were perceptions of a lack of societal empowerment and understanding as contributing 
factors to the absence of collaboration in current thyroid management regimes. The feeling 
that thyroid illness is not viewed as a prominent national health burden was perceived as an 
additional contributing barrier to accessing comprehensive and collaborative thyroid 
management. There were also expressed feelings that thyroid management needed to be 
patient centred, rather than a ‘one size fits all’ approach.  
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“My symptoms change…like this week my knees are killing me, where they haven’t 
done that for ages, then next week I’ll be lethargic…it’s constantly changing. So I 
guess she’s right in the sense that all she can do is go, well this what’s going on for 
you, this is how I treat it, rather than looking at me as a whole person and going, well 
that’s not really right…yeah” (P1). 
“I think there should be an emphasis on it just like there is for diabetes because as a 
whole I don’t think it’s taken seriously enough and because people can’t see a gaping 
wound or you’re not a diabetic; it’s not taken seriously” (P8).  
One participant elaborated on this issue further and expressed feelings of frustration 
regarding her perceived belief that health professionals categorise all thyroid patient’s as 
being the same, rather than considering individual contributing factors when developing their 
treatment regime. 
“I think that we’re all put in a box to say, everybody has to have this medicine 
because it’s the best for you. And I don’t think that they realise that our genetic 
makeup is not the same as everybody else” (P8). 
Several participants expressed feelings that more thorough thyroid function testing was 
required as part of a comprehensive and holistic management program. Participants expressed 
feeling discontent with current thyroid function testing recommendations of only TSH and 
the tension this placed on the doctor-patient relationship. Current limitations on thyroid 
function testing were perceived as inadequate and often resulting in the under treatment of 
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thyroid disorders, thus leaving patients vulnerable to exacerbated symptoms and associated 
complications. “I think, well A, this nonsense of TSH is the only test you’re allowed to have, 
is wrong” (P3); and “I don’t think a thyroid check hypothyroid or hyperthyroid is on that 
checklist. And when they do it; it’s only the TSH, it’s never based on your reversed T3” (P8). 
“Yeah, I think with the doctors a lot of the time I’ve had to ask for various tests. I’ve 
had to ask for my antibodies to be done. Ordinarily they don’t do it, they just do the 
TSH and they go, your TSH is normal” (P4). 
There were some participants who also felt that there was no magic pill; that effective thyroid 
management was not something that could be rushed, that it takes time and patience and 
requires a systems approach.  
“He said, I’m not going to hide it, you’re not going to feel better tomorrow. And I 
must admit I got to about 7 months of this and thought, mm, aww, I feel a little bit 
better but not that much …is it worth all this extra cost of compounding medicine etc. 
and I suddenly started to feel a bit better and it took…11 to 12 months” (P3). 
“So, it’s very, very hard to try and get it right. So I find whoever has thyroid issues; 
it’s just a long game, you just have to do things slowly, making slight adjustments, so 
you can actually start determining what it is, and don’t go changing your medication 
levels too quickly; give it time” (P9).   
“It’s like a car, if you’re pumping one wheel of the tires and you’re not doing 
anything with the other three, then you’ve only got one-wheel working. So, you’ve got 
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to really work on it all. …There needs to be more….as I said before, if you’re just 
treating one wheel on the car then it’s never going to be successful” (P5). 
Additionally, some participants stated they felt more thyroid research was needed to facilitate 
the improvement of current practices and that discrepancies regarding interventions were 
partly to blame for inconsistencies in thyroid treatment and management regimes. “I don’t 
think there been enough study done. … You know, even if there was an aboriginal case study 
that followed different people of different ages, over a five to ten-year period, I would be 
interested” (P8). 
“That’s possibly because the jury’s a little bit out on that one and the evidence for 
even for surgery etc. on cancer of the thyroid, there’s still a lot of controversy about 
whether that’s useful so, what you may find is why it’s the case because as far as the 
evidence itself goes it’s still controversial” (P6). 
Several participants also expressed feelings that improving the education of health 
professionals was key to changing current attitudes and practices related towards thyroid 
management. There was a perception in some participants that the current inadequacies in the 
knowledge base of health professionals is resulting in substandard treatments, misdiagnosis, 
multiple morbidities and premature fatalities. “Yeah, I think the education of doctors, 
definitely” (P4).  
“The medical profession does not understand thyroid issues at all. They are going by 
a number in-between here and here but that’s all they’re doing. They’re not looking 
at your gut health; they’re not looking at your bloody hormones; they’re not looking 
at all these other things. So many women are suffering from depression, being 
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overweight; they’ve got hormone issues, fertility issues, it goes on and on. There’s so 
much that this disease is responsible for and doctors just don’t get it!” (P5) 
The need for collaborative support options extended further, to include participants perceived 
views regarding their right to information provision and ways in which this could be 
improved. Almost half of the participants identified that receiving a small resource kit 
containing basic thyroid information and the contact details of allied health professionals, 
naturopaths, general and integrated medical practitioners, endocrinologists and support 
groups, as something that they would have found helpful at the time of their diagnosis. “A 
resource kit? Dietary information would have been useful” (P6); and “A user-friendly 
resource kit would be really good. And the connections of nutrients to all of the cells and 
hormones in your body” (P8).  
 “Um, I think I just want that, you know, even if it’s just a little package or something 
that I can …you know, this is what’s wrong with you, um and this is what’s available 
to you now that you have this; these are the health professionals that can help you; 
these are the alternatives if you want to explore them; this is your prognosis, this is 
your future, like, that sort of stuff” (P1). 
One participant also suggested that a mandatory referral to an endocrinologist at the time of 
diagnosis may be helpful in alleviating some of the confusion people experience when they 
are first diagnosed and as such, address some their initial information needs.  
“I wonder whether a frequent referral to the endocrinologist would help. I mean, I’d 
quite like to see that at least. To have at least one visit with an endocrinologist who 
just specialises. I mean, I can’t complain as I’ve not had a big issue with my GP but 
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an endocrinologist who specialises in the area. I think would be able to solve some of 
the issues with education of the patient and exploration of what’s going on with 
proper doses and proper drug” (P6). 
Participants disclosed their need for affordable, integrated thyroid management and support 
and acknowledged that this was often out of reach due to the high costs associated with 
accessing these resources. Participants also revealed their perceptions regarding what needs 
to improve with thyroid management. Information provision in the form of a resource kit, 
especially at the time of diagnosis was identified. In addition, the collaboration and 
integration of conventional and complementary therapies and more comprehensive pathology 
testing, were also perceived as areas requiring improvement. 
Theme Four: Doing it my way. 
Various interventions in an effort to improve symptoms and overall health status were 
identified.  Perceptions regarding reliable information and acceptable treatments and 
interventions varied amongst participants. There were also variations noted in respect to 
participants’ level of self-efficacy regarding their self-management regimes and acquisition 
of thyroid related health information. Although self-efficacy was present in all participants, it 
was often noted to be accompanied by feelings of fear and periods where participants had 
experienced an inability to cope with their thyroid disorder and its associated symptoms.  
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Subtheme: Feeling a lack of control 
As participants revealed their experiences with information seeking and self-management, 
several negative feelings were identified as ongoing psychological concerns. Feelings of 
terror, fear and an inability to cope, were among the negative lived experiences identified. 
Experiences of periodic or ongoing losses of control and identity appeared to be the result of 
participants perceived unmet needs, sense of foreboding regarding future complications 
associated with their thyroid disorder, or from a fear of being ridiculed because of their 
adapted self-management practices.  
“I think it’s pretty damn terrifying when you’re relying on somebody to be sure that’s 
right. Especially some nights when you wake up and I feel like I’m dying and think 
‘what the hell’s going on’ but I can’t tell the Dr because he’ll just go, oh you’re 
crazy. You know; ‘what now’?” (P1). 
Periods of reduced coping abilities were expressed by several participants. Although these 
feelings appeared to be symptom related, in some cases this extended to a diminished sense 
of self, especially where the symptoms impact was visually distressing for the participant.  
 “Oh yes, every time I wash my hair, I start crying, all the time. Yes. I’ve lost probably about 
50% of my hair. And it’s not thinning, it’s receding” (P2). 
“….and I was just a young single mum trying to hold down a job I didn’t realise what 
was happening to my body and why, and I was just getting fatter and fatter so, and 
plus all the depression that comes with it as well” (P8). 
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The rationale for fearing the future was diverse among participants. There were several 
expressed concerns regarding the predisposition for long-term complications, as a result of 
ongoing symptoms related to their thyroid disorder, or from the medications used to treat it. 
“My fear of PTU (Propylthiouracil) is my liver. So, I’m really fearful of my liver and I’ve 
refused now to see the endo…” (P1). 
“One of the things is an increase in weight. Because it’s leading to heart disease and 
I’ve got some heart disease. I’ve had tests done and stuff like that. So, I need to 
be…you know, that’s a big thing” (P5). 
One participant also added that her feelings of fear for her future and misgivings regarding 
health professionals, prompted her to take control of the management of her thyroid 
condition. “I realised I needed to take charge, rather than allowing the doctors to tell me 
what to do” (P5).   
Another participant attributed her reluctance to verbally share information, to her fear of 
being ridiculed and admitted that the focus group conducted for this research, was the first 
time she had spoken to other people with a thyroid condition. “This is actually the first time 
I’ve spoken to other thyroid sufferers” (P4). 
In contrast, one participant’s fear was accompanied by feelings of frustration and was 
intertwined with the perception that she knows nothing. She expressed that her feelings of 
fear and trepidation were compounded by her perception that no one cares enough to give her 
the information that she needs.  
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“Yeah. I feel like I know nothing. I mean I’ve got this thing that; I mean maybe it’s not 
as much of a dilemma as I’m thinking it is, but you know my mum had breast cancer 
and when she was diagnosed she was given a pack about what it was and what she 
could do and who she could turn to and all these things; whereas, I’ve got this thing, 
which is potentially a life sentence; I mean I potentially could have died because I 
was thrown in an ambulance like, you know, ‘if you didn’t come here yesterday, you 
would actually be dead’. But no one really cares to give me any information to get 
well, you know” (P1). 
In an effort to gain control of their thyroid condition or to obtain a definitive diagnosis, 
almost all participants reported that they had seen multiple doctors with two participants 
reporting seeing up to six doctors before receiving a definitive diagnosis.  
Participants also reported various other reasons for seeing multiple doctors. Reasons 
identified included, dissatisfaction regarding interactions experienced during an appointment, 
difficulties getting regular appointments, refusal of the medical officer to undertake more 
comprehensive thyroid testing, misdiagnosis, wanting more integrated thyroid management 
and ongoing unresolved or exacerbated thyroid related symptoms, despite conventional 
treatments. “It was 2009 was when I started bantering on about it mostly then, it’s 2016 now 
and I just got diagnosed in January this year” (P1); and “I would reckon about 6 doctors 
before someone realised” (P5). 
“Ahh, the first doctor I saw was very open to natural medicine, but she thought my 
levels were within the normal range. Um, but I was still having lots and lots of 
symptoms.  So, I found another doctor who’s an um nutritional specialist and she 
said, absolutely, one hundred percent, you’ve got Hashimoto’s” (P4). 
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 “I couldn’t get an appointment, when she does thyroid treatment for 6 weeks and I’m 
supposed to feel like this for another six weeks? So consequently, I dropped her and 
got somebody else” (P3). 
Subtheme: Doing my own research
All participants stated that they needed to undertake their own research to find information to 
help them to manage their symptoms and overall condition more effectively. Several 
participants expressed feelings of discontentment at not being provided with guidance in this 
respect at the time of their diagnosis. “I’d been researching and exploring myself” (P1); and  
 “I’ve had to do all my own research” (P8). 
“I’ve had to do a lot of doctor searching and research myself. It’s taken me a long 
time to find the right doctors and the right support and it’s a lot of my own research 
and background that’s lead me to the information that I now have” (P4). 
The internal motivations for independently seeking out information varied between 
participants however overall commonalities were identified, such as ongoing symptoms, 
finding the ‘right’ doctor, strategies for effective long-term thyroid management and the need 
for support and understanding. “I look for specific things sometimes; if there’s something 
bothering me, I’ll look for the specific thing and then look at whatever they come up with” 
(P7). 
“I basically went to google scholar and medical journals; I was finding anything that 
would support my symptoms… I pinpointed all my symptoms and then found journal 
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articles to back it up. I’ve got a lot of texts books you know, because of my 
naturopathy, on anatomy and physiology and those sorts of things, so I’ve been trying 
to make sure I’ve got good information; that it’s not too anecdotal and Facebook” 
(P1). 
Participants identified obtaining their thyroid information from a variety of sources including 
Google, Facebook, support groups, textbooks, research articles, blogs and word of mouth. In 
most cases, participants looked for information to better understand their symptoms.  
“Yeah, again, probably because I have a natural medicine background and I’ve done 
a couple of science degrees, one in veterinary science, one in natural medicine so I 
sort of came in with a bit of information ah, and I’ve obviously topped that off with 
Googling and as they say, Facebook and chat groups” (P4).  
“I used a text book, when I first got diagnosed; just so I had more information but 
that was quite some time ago but as long as I feel well, I don’t really follow anything 
through so… but I did buy myself quite a decent text” (P6). 
“I’ve used books in the past; ‘stop the thyroid madness ‘is a good one and that 
helped me more. The first book, I can’t remember what it was called but something 
like: do your blood tests say your fine but you still feel unwell. She was an American 
lady and that was the first one that made me get a bit more knowledge about it and 
realising that I was really crook still, even though the doctor didn’t recognise that I 
was ill. …and at times I’ve gone searching for books to get more information. Then as 
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Facebook’s come about, then you know going to the FTPO (For Thyroid Patients 
Only) Australia that was the next level...” (P5). 
Two participants reported that they tended to go back to a specific resource, as they perceived 
that it provided them with the most applicable information. They referred to their preferred 
information source as either their ‘first choice’ or their ‘bible’. “…and she had a book 
advertised and I ended up buying that book and that book is my bible” (P2). 
“Yes, that’s where I get most the information on NDT but stop the thyroid madness is 
my first choice and if I had more money, I would buy some of those books and some of 
the resources they have and give them out” (P8). 
Two other participants disclosed that they preferred to only use evidenced based information 
to guide their thyroid self-management efforts. “Right, so I want to know if there’s actually 
some basis to what’s being suggested, otherwise I won’t find it useful” (P6).   
“Yeah, I prefer to at least check it from a reputable source. Sometimes I’ll read 
forums, to see what people are saying but at the end of the day, if you’re going to read 
an article, it’s a bit better to have an informed discussion on it.  I mean, talking to 
people about it is good but I kind of do my own thing” (P9). 
There were also several participants that used their self-guided research as a means of 
empowerment in preparation for their consultation with their medical practitioner, to self-
advocate for more comprehensive management. Others used their newly found information to 
further improve already implemented self-management strategies. 
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“It was, probably more, to see what and when I would take medication and then 
medicines that would interact with it and time frames I should leave in between. If I 
took it first thing in the morning, I’d be worried how quick you have breakfast, so I try 
now to have it and wait a half an hour before I eat anything” (P9).   
“And I think, even the website, having it set up so you’ve to go here to pick up your 
health, you’ve got to go over here for your T3 information over here for your 
hormones and over here for your thyroid, actually makes you realise you have to deal 
with it in separate channels” (P5). 
Self-guided research also appears to have led a number of participants to question the 
causative factors associated with the development of thyroid illnesses. Several participants 
reported that, as they conquered their fears, acquired their own information and improved 
their knowledge base; they began to question the root cause of thyroid conditions. 
Participants revealed several postulated theories, to explain the precipitating and causative 
factors that facilitate the development of thyroid disorders. “All our autoimmune begins in 
the gut and I’ve only known that in the last few years” (P5); and “Because gluten and sugar 
they are killing Aboriginal people at a faster rate. And I believe that it’s the gluten that 
caused my hypothyroidism” (P8). 
“My cousin from another family, she was misdiagnosed, for I don’t know how long… 
she ended up dying and they still say on a lot of inflammation that you get in various 
areas, that anyone with a gut problem, is…you’ve got to look at their thyroid” (P3). 
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“Do you think the basics behind it, the thing behind it, it that it seems to be very 
genetic? I mean it’s in families…there’s a lot in my family. I have, um, a son and a 
daughter with it and I have two sisters with it.  So, it’s obviously a genetic thing” 
(P7). 
 “Um, yeah, I agree that familial history is obviously very strong, I also think that 
perhaps we could look at trauma…so I think that people who have trauma or shock or 
and I think that’s common with a lot of autoimmune” (P4). 
Subtheme: Take what’s right for you 
A diverse range of self-management strategies were identified as being used amongst 
participants in response to finding their own information and seeking out integrative 
healthcare. Participants identified that they tended to only take on board information they 
perceived to be relevant to their thyroid condition and current health status. Implementation 
of self-management strategies ranged from less invasive dietary changes to gastric surgery 
and experimentation with medications and symptom management methods. Although several 
positive interventions were reported by participants as the result of information acquisition 
and implementation, various negative behaviours were also identified.  
One offset to seeking, acquiring and using thyroid related health information was in 
participants’ reported willingness to try anything to resolve their symptoms. Participants 
adopted a range of both credible and questionable self-management strategies they felt had 
not only improved their symptoms but their overall health and wellbeing.  
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Several participants reported having made profound changes to their diet. They expressed 
feelings of contentment regarding the positive impact this change appeared to have on their 
symptoms. Participants reported their symptoms were either greatly reduced or had 
disappeared entirely. She told me to go gluten free- that was about 5 or six years ago. So, I’ve 
been gluten free since then. (P4) 
“I went gluten free this year and that’s made a massive difference. So, all that 
inflammation isn’t as bad, and I’ve tested it and it’s definitely made a difference 
because I ate some in-between and I felt exactly the same as I did before I started the 
diet” (P1). 
“I’ve been really proactive to the point of obsessive about my illness. You know, I 
had the sleeve done two and a half years ago to control my weight, and also, going off 
gluten has also been a big help too. Also, a leaky gut so trying to get the right 
nutrients for me” (P8).   
One participant also reported having tried several experimental interventions including 
temperature regulation, in an effort to improve her thyroid related symptoms and prevent 
future exacerbations.  
“I’ve also looked into doctor Wim’s temperature…what do you call it… theory and 
that is about taking your temperature first thing in the morning, see what it is and 
then at 3pm. At 3óclock, your temperature should be spot on (96.7 o F). I never get 
over 95.6o F ever. I’m always running that bit cold, which says my metabolism is too 
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slow therefore, my medication is insufficient if it’s not at the ideal temp. So, I just go 
ahead and do my own stuff. So, I use that, so if I’m feeling a bit shit, I take my 
temperature” (P5). 
Similarly, another participant reported also having experimented with the timing of 
interventions and medication administrations.  
“Because first I tried leaving it two hours then I tried leaving it three hours, after I 
took my thyroid medication to take my hay fever tablets, but I was still having issues, 
so I tried the different ingredients. No; that’s normally what I would do, is timing 
things, to allow the thyroid medication to work first but didn’t work with this” (P9). 
Several participants also reported feeling that they needed to take supplements to support 
their thyroid function and overall health. Supplements identified throughout the interviews 
were varied. Supplement use was also recorded in the demographic data at the beginning of 
this chapter.  “I take linseed oil, which I found out is an anti-inflammatory and I’m sure that 
helps me and magnesium tablets” (P7).   
In addition to supplements, two participants also reported that they consume stimulants such 
as caffeine, on days when they felt tired or lethargic.  “I know, I need the coffee to give me 
that adrenaline boost” (P8); and “Normally, I’ll have coffee. And if it’s too bad, I try to make 
sure it passes as much as possible before I drive” (P9). 
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In addition to the above-mentioned practices, there were also strong perceptions regarding the 
thyroid information, pastoral assistance and self-management strategies sourced from support 
groups. The perception of several participants was that the information sourced from support 
groups was reliable, current and evidence based. These participants also stated that this 
information provided them with the freedom to take on board what they perceived to be 
appropriate for them and implement it into their management regime. There was also a 
general consensus amongst participants that support groups also helped to alleviate developed 
feelings of isolation and dysconnectivity, as they no longer felt they were alone in their 
challenges to self-manage their thyroid condition effectively. “People come out and talk 
about it, you know. So, we can go out and have coffee somewhere and just talk.  Talk our 
problems out…” (P2); and “You know you’re not the only one” (P7). “And to not feel 
isolated either. It more the isolation, I think…” (P1). 
 “I just needed some more support … particularly because I knew there were other 
things happening and I found the naturopath through them…It’s just the support and 
information. I love their website there’s lots of resources and information and I know 
they’ve been struggling, and I would hate for it to end” (P8). 
Participants reported that in addition to alleviating feelings of isolation, their support group 
provided the means for finding more competent and integrated health professionals that could 
address their specific thyroid management needs. “Yeah, people, even for me it’s been helpful 
in getting me to the right practitioners” (P4). 
“I went on to thyroid WA and then I went and got a doctor that they recommended. I 
went up to a doctor…and he put me on natural therapy -natural thyroid extract and 
I’ve only been on it for about 7 months. But my last blood test, I got it sent to my 
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original doctor in Mandurah. I went and saw her about three weeks ago and she said, 
oh, your blood tests came through for your thyroid and she said, ‘it’s the best I’ve 
seen it since you’ve been seeing me.’ So, it must be working” (P2).   
“I needed support. I needed to find a doctor that would understand; that knew what 
they were doing because this doctor obviously didn’t. And um, as I said, support 
groups know the best doctors. They know where they are” (P5). 
One participant also reported that joining a thyroid support group was suggested to her by her 
general practitioner as a means of connecting with another of his patients with the same 
condition. Although she expressed feelings of having nothing in common with this other 
patient, she still felt they were able to help and support each other through times of difficulty. 
“He said you need a support group and he contacted somebody that he had been 
treating and we communicated and she totally different to what my symptoms were so, 
but  I mean, you know, I don’t knock that we still had things in common  that we were 
able to help each other” (P3). 
There was a strong tendency for participants who were members of a support group or blog, 
to self-diagnose co-morbidities and symptoms in themselves and in others. Participants were 
observed making assumptions regarding the familial links of their perceived symptoms, 
alongside varied rationales regarding the manifestation of their disorder. Self-diagnosis 
ranged from believing they had diagnosed their thyroid condition independently; to 
medication and disease related adverse events.   
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 “I’m exactly the same, I diagnosed myself as having a thyroid problem in the first place, 
only because my mum had it” (P2). 
“I’ve got a natural medicine background and I’ve got a history of Hashimoto’s that runs in 
the family, so I knew what I was looking at” (P4). 
“I had to diagnose it myself in the first place because um, the doctors didn’t pick it up. I had 
all the symptoms, but he said; menopause. But it wasn’t menopause, I had Hashimoto’s and 
that’s it” (P7). 
“So now I understand that even earlier, when I saw the first integrated doctor, I was always 
lower in the range; always. And to me that means I was under medicated” (P5). 
One participant reported on her lived experience of self-diagnosing and self-treating her 
perceived reaction to her prescribed thyroid medication.  
“I left my tablets at a friend’s place when we went out bush for Christmas. I had no 
transport to get back in to get the tablets, um so, what I did was kept having cold 
showers every day to ease the urticarial rash and on about the fourth or fifth day, I 
noticed that my rash was starting to go down; it was still around my pressure points 
around my bras and my knickers but it wasn’t as severe and so I stayed off the tablets 
(P8).  
Conversely, another participant expressed developing feelings of anxiety in response to 
information presented within her support group and questioned the possibility of her current 
symptoms being related to the development of a secondary autoimmune condition.  
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“…this week I’ve become a bit dry and I’m questioning whether I’ve become 
Sjogren’s syndrome and I’m questioning whether I’ve got that now and it’s all these 
people that say oh this and this and this and I’m like is it that? Oh ok” (P1). 
The tendency to self-diagnose appeared to extend to the perception of being able to identify 
the presence of thyroid disorders in friends, family members and in some cases, members of 
the general public.  “Once you’ve got it yourself…and you can pick up people with it. So, I 
say, get your thyroid checked!” (P7). 
“I can see my daughter, she’s 27 and I see her with all the symptoms; she’s had three 
children, she’s not losing weight, and I keep saying, you are heading in the same 
direction I was” (P8). 
In contrast, there were some participants who refrained from actively participating in support 
groups. These participants expressed their perception that all people with thyroid disorders 
have a unique experience and felt that they were not in a position to judge another person’s 
self-management choices.  “Oh no, I don’t want to tell other people how to live their lives 
obviously, you know, people choose to go on their journey however they choose. You know, 
so…” (P4); and “I don’t really have a chat to people; everyone has a different experience” 
(P9).    
In addition, there were other participants who expressed feelings of doubt in relation to the 
reliability of some of the information presented in their support group. These participants 
expressed that they tended to be selective regarding the information they accepted from the 
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group. “Oh, what I mean is um, probably the same, other people have got different symptoms, 
so it sometimes feels hard to get into some of the stuff” (P2); and “You take what you need 
out of it, don’t you? The information that’s right for you” (P3). 
Participants described how they often experienced a lack of control in respect to their 
symptom management, long-term complications associated with heir disorder and 
pharmaceutical regimes. A diminished sense of self was identified by some participants, as 
well as varied levels of trepidation, including the fear of future complications or being 
ridiculed for their unorthodox self-management practices. In contrast, discussions also 
revealed that all participants had some level of self-efficacy. All had undertaken their own 
research however, the sources and implementation of the acquired information varied 
amongst participants.  
Summary of the findings 
Participants provided the data of their lived experience with thyroid disorders. The 
information provided was enriched with the perceptions of participants from both genders, 
varied age groups and cultural contexts. Thematic analysis of the data revealed four themes: 
‘needing knowledge and understanding’, ‘beginning to lose faith’, ‘needing affordable and 
collaborative support’ and ‘doing it my way’.   
The first theme ‘needing knowledge and understanding’ was developed from four subthemes; 
‘looking for answers’, ’experiencing unrelieved symptoms’, ‘needing reassurance and 
understanding’ and ‘feeling confused and overwhelmed’. This theme discussed what 
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precipitated the participants need to seek out medical assistance and their lived experience 
regarding the challenges they encountered leading up to and following their diagnosis. The 
need for answers and information to explain experienced symptoms was strongly identified. 
This theme also discussed the participants need to understand their thyroid illness, alleviate 
symptoms and improve their overall health outcomes, as a result of their lived experience 
prior to and following their diagnosis. In addition, the ongoing physical and psychological 
symptoms participants continue to experience following their diagnosis, despite medical 
intervention, were also identified. 
The second theme, ‘beginning to lose faith’ arose from the subthemes ‘received nothing’, 
‘feeling dismissed’, ‘loss of confidence’ and ‘distrusting the system’. This theme revealed the 
difficulties and barriers participants perceived that they faced with acquiring thyroid health 
information from health professionals. This theme also expanded on some participants 
expressed feelings of frustration, fear, anger and dismissal following their interactions with 
health professionals and the subsequent loss of confidence and distrust in medical 
practitioners that these lived experiences created. 
The two subthemes ‘needing affordable chronic disease management and ‘wanting 
collaborative support options’ combined to form the third theme; ‘needing affordable and 
collaborative support. This theme explored participants frustrations regarding the 
accessibility of integrated and integrative healthcare and the need for thyroid management to 
be more collaborative and supportive. The theme revealed that integrative healthcare was 
often inaccessible due to the high costs associated with accessing these services. Moreover, 
the theme identified the participants need for affordable and integrated healthcare that is 
119 
patient centred and which encourages the integration of standardised treatments with 
adjunctive therapies, to promote more favourable health outcomes.  
The fourth theme ‘doing it my way’ was developed from three subthemes; ‘feeling a lack of 
control’, ‘doing my own research’ and ‘taking what’s right for you’ and discussed the self-
management efforts of the participants. The theme identified the impact of receiving 
insufficient information, which led to participants’ perceived loss of control and need to 
undertake their own research. In addition, the need for self-guided research practices was 
identified as a key strategy used by participants to regain an aspect of control over their 
thyroid condition. The theme also highlighted that information seeking was largely driven by 
the symptoms experienced, as well as the desire for participants to improve their overall 
health and wellbeing. Moreover, the theme reported on the uptake of questionable behaviours 
such as experimental interventions and the tendency for participants to undertake self-
diagnosis and treatment practices. The theme also identified the ability for participants to be 
adaptive regarding their thyroid management, inclusive of their information seeking 
behaviours and subsequent feeling of empowerment that these practices appeared to generate. 
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Chapter 5: Discussion and Conclusion 
Introduction 
This study aimed to capture and understand the experiences of people seeking, receiving and 
using health information required to assist with the self-care of their thyroid disorder. The 
undertaking of this research was guided by the following question: 
What are the experiences of people with thyroid disorders who are seeking, receiving and 
using health information to assist with the self-care of their thyroid disorder? 
This was then broken down into five sub questions to assist with the development of the 
interview questions.  
1. What are individuals with thyroid disorders’ experiences of receiving information
related to their condition?
2. What strategies and mediums are used by individuals with thyroid disorders, to seek
further health information?
3. What types of experiences have individuals with thyroid disorders had with regards to
seeking and finding health information?
4. What motivates individuals with thyroid disorders to seek health information?
5. What type of information do individuals with thyroid disorders want, in order to self-
manage their condition effectively?
Data was collected from nine participants who represented both genders with a broad range 
of ages between 42-79 years, with the average age of this sample being comparable to adults 
diagnosed with a thyroid disorder (ABS, 2012; Okosieme, 2018; Taylor et al., 2018; 
121 
Vanderpump, 2011). The time from diagnosis varied from six months to 20 years allowing 
for diversity in participants’ recalled experiences with information seeking and its integration 
into their self-care regime. Although ethnicity was not investigated, one participant did 
identify themselves as being Aboriginal. The variation in the research sample allowed for rich 
and varied data to be collected related to peoples’ experiences with seeking, receiving and 
using health information required to assist with the self-care of thyroid disorders. 
Understanding the personal information seeking experiences and self-care practices of people 
with thyroid disorders was critical to this research. Albert Bandura’s self-efficacy theory and 
Australian chronic illness management frameworks not only provided a conceptual 
framework from which to develop the interview questions but are also used in this chapter to 
provide a lens through which there can be discussion of the themes arising from the study’s 
data collection.  These themes were: ‘Needing knowledge and understanding’, ‘beginning to 
lose faith’, ‘needing affordable and collaborative support’ and ‘doing it my way’. 
The themes that emerged from the analysis of the focus group and individual interview data 
provide important insights into participants’ experiences regarding the provision and 
availability of relevant information related to their management of their thyroid disorder, as 
well as strategies used for seeking thyroid specific information; the utilisation of health 
information to optimise self-care and the need for affordable and collaborative support 
systems. These experiences will be discussed in conjunction with existing literature along 
with resulting recommendations in the areas of practice, policy and research.   
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Provision and availability of relevant information related to managing a thyroid 
disorder 
Inadequate thyroid related health information was reported by participants in the current 
study at the time of their diagnosis. Some participants did describe that on subsequent visits 
to their health professional they had received basic information regarding their prescribed 
thyroid medication and their pathology results, however, this information was only provided 
in a few instances upon the request of the participant and whilst in consultation with their 
medical practitioner. Although a few participants conceded they probably did not feel ready
to process information at diagnosis, the overall lack of information left them feeling confused 
and overwhelmed.  
In addition to being confused and overwhelmed, participants reported the lack of information 
provision prompted feelings of being undervalued, misunderstood and dismissed after 
consultations with their medical practitioner, particularly when participants tried to assert 
some level of self-efficacy and empowerment by either questioning implemented treatments 
or requesting information, wider interventions, and testing and management options. These 
findings are concerning in the light of the recommendations within the current Australian 
‘National Strategic Framework for Chronic Conditions’ (COAG Health Council, 2017). The 
framework identifies the importance of not only a collaborative approach to chronic disease 
management but highlights the centrality of the informed client to the successful management 
of their condition and the importance of providing appropriate supports and information 
sharing to facilitate more positive, long-term health outcomes for people with chronic illness. 
The impact of these reported negative experiences related to information provision then 
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generated feelings of mistrust to be reported by participants and led several participants to 
lose faith in their health practitioner and the healthcare system.  
A key finding of this study was the participants great need to understand their thyroid 
condition, particularly in relation to the symptoms they were experiencing and needing to 
know the rationale behind the chosen treatment for their disorder. However, the reported 
continuing lack of information at and beyond the time of diagnosis led participants to 
perceive an ongoing deficit of their healthcare management. This deficit was interpreted by 
participants to be partially due to a lack of thyroid related knowledge on the part of their 
medical practitioner, together with poor communication skills and a reluctance to listen or 
work together with the client to identify how they could better manage their symptoms and 
overall thyroid condition. In most cases these perceived deficits led participants to seek 
consultation by multiple doctors until they found one, whom they believed to be 
knowledgeable and willing to work in partnership with them to manage their condition more 
effectively and address their personal needs. The perception of poor practitioner knowledge 
and a reluctance to collaborate is supported by findings from a study conducted by Browning 
and Thomas (2015), which suggests that a lack of clinicians’ training regarding behaviour 
change principles could be a contributing factor to failings in chronic disease management. 
Improving both practitioner and patient knowledge and perceptions (Browning &Thomas, 
2015; Dew, et al., 2017) and improving practitioner communication and behaviours 
(Benham-Hutchins et al., 2017) could greatly contribute to reducing barriers that prevent 
effective communication, transfer of information and ongoing thyroid management. The 
findings of this current study add weight to guidelines that improving these areas of 
communication could assist to facilitate more collaborative approaches that are inclusive of 
pharmacists, registered nurses and integrated practitioners. Multidisciplinary and 
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collaborative approaches have been shown to be beneficial in a broad range of health care 
provision (Novak, Constantini, Schneider & Beanlands, 2013, Titchener, 2014) and in the 
case of thyroid management could assist to offer to clients a balance between optimal 
pharmaceutical thyroid hormone replacement therapies, lifestyle modifications; adjunctive 
and complementary interventions and as such, provide holistic ongoing support to people 
with thyroid disorders.  
Effective client-centred, collaborative thyroid disease management and information provision 
may have been further hindered by the finding that the presence of a structured management 
framework was not apparent in the data collected from the participants. These management 
frameworks aim to guide practitioners regarding the information needs of clients and 
emphasise the importance of client information provision through formalised, structured 
education courses geared to providing patients with the required knowledge to self-care for 
their condition more effectively (Beck et al., 2017; RACGP, 2016; Kim, Cho &Yoon, 2015). 
The absence of the provision of formalised education to address participants’ need for 
knowledge and understanding precipitated them to source their own health information, 
which they reported often resulted in ad-hoc approaches to their thyroid management. Ad-hoc 
approaches to self-management in people who had not received formalised patient education 
was highlighted in a recent article by Mikhael, Hassali, Hussain and Shawky (2019), who 
found that people with type 2 diabetes tended to make modifications to their insulin dosage 
without having the acquired knowledge to calculate the amended dose correctly; concluding 
that more formalised education was required for these patients.  
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The need for information knowledge and understanding also extended to the participants’ 
need to be an active partner in the development and ongoing management of their self-care 
regime. A specific concern expressed by most participants was that they did not want to
‘blindly’ take prescription medication or undergo treatments without understanding the 
‘what’ and the ‘why’. The resulting feelings of mistrust and frustration experienced that 
followed inadequate information provision and the perception of not being listened to also 
supports findings by Novak, Constantini, Schneider and Beanlands (2013), who assert that 
collaboration and shared decision making, which enhances communication and client 
centrality, underpins the success of long-term chronic disease management and addresses the 
client’s physical, emotional and social needs. Concerningly, the lack of information provided 
to the participants of this study at the time of their diagnoses and thereafter, appeared to limit 
their ability to address current physical and psychological needs and as such, many reported 
experiencing episodes of dyscopia.  
The dyscopia associated with inadequate information provision that was reported by 
participants  can be explained by Albert Bandura’s work regarding the influence social and 
environmental factors have on a person’s ability to cope with change and address challenges 
and as such, also their ability to achieve positive outcomes (Bandura, 1978 & 2012). In the 
current study dyscopia was reported by participants as including: periods of withdrawal from 
family members and society due to fear of social stigmas regarding ongoing symptoms and 
self-care practices; episodes of suicidal ideations and depression despite medical intervention; 
and ongoing anxieties related to continued symptoms and their loss of faith in the healthcare 
system. However, despite the reported feelings of dyscopia, the lack of appropriate and 
relevant information also facilitated the need for participants to seek information 
independently and so by association triggered varying levels of increased self-efficacy 
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reported by participants as they strove to take control of their thyroid condition. This need to 
take control also appears to have instigated a variety of approaches to the participants’ 
thyroid management and how and where they sourced their health information.  
Strategies for seeking thyroid specific information 
Health information seeking behaviour refers to the diverse strategies and actions undertaken 
by an individual to find information (Cutilli, 2010). The primary motivation of the 
participants in this study for seeking thyroid related health information was the physical and 
psychological symptoms they experienced prior to and following their diagnosis. This 
supports other research that identifies the areas in which individuals seek information, to 
include the stage of the disease, treatment option availability, general health status, support 
networks, symptoms experienced and the individual’s psychological and social needs (Cutilli, 
2010; Higgins, Sixsmith, Barry & Domegan, 2011).  
Concerns regarding the impact of ongoing symptoms on the participants’ quality of life was 
revealed to be the key motivator for seeking information. Of particular concern were physical 
symptoms that impacted physicality, and depressive symptoms, which had previously led to 
episodes of cognitive dysfunction and suicidal ideation being reported by some of the 
participants. A further concern identified by participants pertained to the development of co-
morbidities, including cardiovascular disease, depression and musculoskeletal complications. 
The findings of the current study indicate that participants continue to seek answers regarding 
specific physiological and psychological effects of their disorder, why they occur and what 
they can do to prevent symptoms from reoccurring. They want to know and understand what 
is happening to them and why at all stages of their condition. 
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In seeking answers to their questions, information was acquired by participants from a variety 
of sources including textbooks, research articles, the world-wide-web, social media 
platforms, support groups and blogs. Participants reported they took on board the information 
they perceived to be beneficial to them and the ongoing management of their condition. Some 
participants stated that a particular text had become their ‘go-to’ or their ‘bible’, as they 
believed it offered them everything they needed to make informed decisions. The concept of 
‘taking what’s right for you’ became apparent in the participants’ responses, however, there 
were several barriers to information acquisition identified including an inability to find 
specific information, limited access to information due to geographical location and feeling 
overwhelmed by the volume of available data on the world-wide-web. Findings revealed that 
participants often had trouble understanding thyroid related health information but conceded 
that in the beginning this may have been influenced by their health status, as they reported 
initial reductions in concentration and cognition often impacted their ability to comprehend 
information. These findings are explained by the conceptual framework used to guide this 
study (Western Australian Chronic Conditions Self-Management Strategic Framework 2011-
2015; WA Chronic Health Conditions Framework 2011-2016; Albert Bandura ‘s Self-
Efficacy Theory) and the National Strategic framework for Chronic Conditions, which 
describe how the state or stage of a person’s disorder and their literacy level can act as 
barriers to information acquisition and comprehension and also in achieving self-efficacy to 
help manage their condition more effectively (DOHWA, 2011; Bandura 1978, 2012; COAG 
Health Council, 2017). The findings of this current study are further supported by those of 
Schaffler et al. (2018) in which their descriptive systematic review identified a link between 
poor literacy and a lower effectiveness of implemented self-management interventions.  
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Health literacy is an important consideration in Australia, as current available figures indicate 
that approximately 43% of Australians aged between 15-74 years have literacy skills below 
Level 3, indicating that many will have an inability to understand complex English constructs 
and concepts (ABS, 2013). The inability to understand complex concepts would impede 
many patients’ ability to understand the content within textbooks, articles and the world-wide 
web or to be able to evaluate the credibility of the information found.  The findings of this 
current study support these figures and in addition, the findings by Perumal, Prasad, 
Surapaneni and Joshi (2015), in which most participants often had difficulty understanding 
information, especially that which was sourced on the internet; indicating literacy as a 
possible barrier to understanding health information and knowledge acquirement. The 
schooling level of the participants was not included in the questionnaire for this current study 
and therefore the impact of this specifically on their ability to source and comprehend thyroid 
information could not be determined or compared to current Australian education level 
statistics.  
The importance of literacy levels was however emphasized in the current study regarding the 
readability of online information; in that participants found it problematic to sift through 
information and evaluate the credibility of available data, to find the answers they needed. 
This finding are supported by Patel et al. (2013), who found the level of information on the 
world-wide-web appeared to be much higher than the 6th grade level that is recommended, 
and consequently negatively impacting a person’s ability to comprehend information. 
Similarly, the findings of this study can be supported by those of Dao et al. (2019), who 
found low literacy to be a key factor that prevented the successful implementation of self-
management interventions. The difficulties participants experienced with the readability and 
comprehensibility of the information they sourced is suggestive that health literacy may also 
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have been a barrier to knowledge attainment amongst the current study’s participants and 
may help to explain why they wanted simple, yet credible information that was geared to 
helping them better understand their symptoms, pathology results, dietary requirements and 
the complications associated with their thyroid condition. Again, these lived experiences are 
concerning in light of one of the strategic priorities of the current Australian National 
Strategic framework for Chronic Conditions (COAG Health Council, 2017), which 
encourages empowerment of chronic illness sufferers through effective engagement with the 
health sector to improve the knowledge of their condition and to set goals that are appropriate 
to their perceived needs.  
Utilisation of health information to optimise self-care 
An interesting finding that arose from this study was the tendency for some participants to 
undertake questionable self-management practices and self-diagnose symptoms and co-
morbidities after sourcing their information. Findings included the tendency for participants 
to make assumptions regarding the familial links of their perceived symptoms and variable 
reasoning was provided by participants regarding the aetiology of their disorder. Findings 
also revealed that some participants believed they had self-diagnosed their thyroid condition 
prior to receiving a definitive diagnosis, as well as medication related adverse events. There 
was also a tendency for participants to diagnose ongoing and new symptoms and 
comorbidities and make subsequent decisions regarding their self-management practices (e.g. 
medication and diet), without first consulting their medical practitioner.  
Self-diagnosis is when a person engages information and applies their pre-leaned knowledge 
about a condition to formulate a medical diagnosis without the input of a healthcare 
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professional (Robertson, Polonsky & McQuilken, 2014, pp. 246). The results of this study 
indicate that there was a tendency to self-diagnose symptoms after acquiring information, 
which often led to periods of exacerbated anxiety experienced by the participants. These 
findings support those by Robertson, Polonsky and McQuilken, (2014), which found that one 
in five Australians tended to misdiagnose symptoms and conditions based on internet sourced 
information, which supports conclusions that a contributing factor to the adoption of self-
diagnostic behaviours may lie in the large volume of health information available on the 
internet. 
The large volume of data on the internet appears to have also led many participants to feel 
confused about what information they should ‘take on’ as part of their self-care regime. The 
impact of this confusion led several participants to seek information from internet based 
thyroid support groups and websites, which are not supported by the healthcare industry. This 
was certainly the case in reported experiences with a local face-book based support group and 
American based thyroid website, which relied on the input of its followers to offer 
information and answers to other members’ questions. Concerningly, several participants 
reported these as being the main source of their thyroid related health information. A few did 
concede however that they sometimes questioned whether the information they received from 
these sites was credible and evidence -based. These findings support those by Lupton and 
Jutel (2015), who concluded that although most health websites aim to improve patient 
empowerment, it is difficult to determine their information accuracy and credibility. 
Generally, however, it was perceived by participants that the information provided in these 
forums was reliable and helpful.  
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From the viewpoint of the participants perceived unmet social and psychological needs, it 
also appears these support groups provided participants with an avenue for socialisation and 
to discuss their problems and arrive at solutions without prejudice, which seemed to facilitate 
a sense of inclusion, empowerment and achievement when implemented regimes were 
successful in improving symptoms. This makes sense from the perspective of self-efficacy, as 
social modelling and social persuasion are viewed as key contributors to the development of 
an individual’s belief to achieve goals (Bandura, 1977 & 2012). These findings are also 
supported by Willis (2016) who concluded that online support groups provide an informal 
avenue for information provision and self-management support through information sharing 
by fellow sufferers. These are important findings, as there was the perception that all 
information provided in these support groups was evidence-based.  There was also a tendency 
for participants to not only take on board the information acquired in these forums but to use 
it to formulate their own diagnosis and undertake both credible and questionable self-care 
practices.  
The self-care practices undertaken by participants as a result of the information they sourced 
was varied. Self-initiated self-care practices included diet modifications (e.g. gluten free), 
changing medication administration regimes, seeking and adopting integrative healthcare 
strategies; to more questionable practices, such as using temperature regulation theory to 
determine required interventions, ceasing prescribed medications due to self-diagnosed 
allergies and experimenting with the timing between medication dosages. Assumptions made 
by some participants prior to the uptake of these practices included perceived familial links of 
comorbidities such as Coeliac disease. This perceived correlation appeared to prompt the 
modification of their diet to one that was gluten free, to assess whether this impacted 
positively on their experienced symptoms. It was the perception of some participants that a 
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self-diagnosis of this disorder and the consequent changing of their diet had been the most 
prominent intervention in their thyroid management and attributed to the most positive 
impact on their experienced symptoms, with some reporting that their aches and pains had 
disappeared entirely. These behaviours coincide with conclusions made by Copelton and 
Valle’s (2009, pp. 627) that the self-diagnosis of Coeliac disease often involves the linking of 
symptoms and the changing of diet “to test” it’s effectiveness on symptoms. It also brings to 
light the large number of Australians currently consuming a gluten free diet without a 
definitive diagnosis of Coeliac disease (Biesiekierski, Shepard & Gibson, 2014). If we also 
look at these behaviours from the perspective of self-efficacy, it could be determined that all 
four domains are met, as the individual, through social interaction and persuasion, developed 
resilience through the successful navigation of a challenging obstacle, namely their 
experienced symptoms (Bandura, 1977 & 2012). It is important to note however, that 
although this occurred, it often resulted in undesirable health behaviours.  
Affordable and Collaborative support systems 
An incidental finding from this current study that was not directly related to information 
seeking was the need for affordable and collaborative support options. All participants 
expressed a need for collaborative and affordable support options but only found treatment 
and management models provided for their thyroid conditions to be primarily focused on 
pharmaceutical interventions and initial diagnostic testing, with sporadic ongoing pathology 
and imaging. Of the nine participants in this study three were prescribed one of the two 
available thyroxine preparations (Walsh, 2016) by their general practitioner, while five were 
prescribed natural desiccated thyroid extract (NDT) by their integrated practitioner 
(Appendix E).  
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In regards to current pharmaceutical treatment regimes, it was the perception of the 
participants that general practitioners did not support the use of desiccated thyroid extract and 
that this led to many feeling pressured to access integrated practitioners at large financial 
cost, or to travel a long distance to a general practitioner that was willing to prescribe it. This 
left participants feeling frustrated at the limited treatment options offered by most general 
practitioners and the associated high costs of accessing integrative healthcare. All participants 
taking desiccated thyroid extract stated that they felt better after changing from thyroxine to 
this medication, in that some of their physical and cognitive symptoms had improved. This 
was an interesting finding that supports those by Hoang et al. (2013), that the effects of NDT 
on symptoms associated with hypothyroidism were equivalent to that of thyroxine. Although 
many participants raised concerns that the cost of accessing integrated health practitioner 
services impacted their ability to be completely autonomous in their thyroid management, a 
few did report that they now see an integrated health professional as part of their thyroid 
management.  
Integrated health practitioners include health professionals such as medical doctors and 
naturopaths who are willing to work together and integrate standardised treatments with 
complementary (natural) medicines (Ooi, McLean & Pak, 2018; Singer & Adams, 2014). 
Integrative approaches to the management of chronic illness have the capacity to fill 
therapeutic gaps thus enabling a more holistic approach to patient care (Singer & Adams, 
2014). Participants perceived that part of the issue in thyroid management lay in the 
reluctance of general practitioners’ willingness to work in collaboration with integrated 
practitioners to meet their healthcare needs. This coincides with findings by De Stampa et al. 
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(2009) regarding the contributive factors that form barriers to comprehensive and holistic 
care. Effective long-term self-management of thyroid disorders requires a collaborative 
effort, which includes the client, their family, healthcare professionals and community 
organisations to help manage symptoms, treatment regimens and lifestyle changes and 
adequately address psychological or social stressors associated with chronic conditions (Sav 
et al., 2015; Schulman-Green et al., 2012; Kamradt et al., 2014; Liddy, Blazkho & Mill, 
2014; Whitehead, Jacob, Towell, Abu-qamar and Cole-Heath, 2017). Unfortunately, for 
many participants in the current study this was not the case, with several reporting feeling 
isolated from friends, family and the wider community.  
A further concern raised by participants was that there seemed to be a lack of scope in current 
management regimes that cater for individual patient needs. An example of this was their 
perception that due to recent changes to the Australian Pharmaceutical Benefits Scheme 
(PBS), current thyroid management recommendations in general practice only include the 
testing of thyroid stimulating hormone (TSH) for hypothyroidism and autoimmune 
thyroiditis. The lack of testing of T4 and reverse T3 left many participants feeling frustrated 
and angry at the lack of scope of ongoing thyroid function testing and the associated costs of 
requesting more. Several participants had also reported they had encountered episodes of 
refusal by their medical practitioner when requesting extra testing and this had left them 
feeling disempowered in respect to their thyroid management and frustrated at the 
inflexibility of the healthcare system. The perception of the participants was that TSH levels 
alone cannot holistically determine whether implemented pharmaceutical treatments are 
effective and believed this was evidenced by their continued experienced symptoms despite 
medicinal intervention. Participants also reported that they felt it was not ideal to judge 
everyone on a singular numeric value range that is meant to determine the normalcy of 
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thyroid function for all patients because their response to treatment, the symptoms they 
continue to suffer and the underlying comorbidities they experience are diverse. These 
findings are supported by Kalra and Agarwal. (2017), which recommend the inclusion of T4 
and reverse T3 testing for central hypothyroidism, as the causative factors associated with the 
symptoms of hypothyroidism are many and varied. These reported experiences may also help 
to explain the participant’s reports of dissatisfaction with current thyroid management models 
and are supported by Midgley, Toft, Larisch, Dietrich and Hoermann’s (2019) findings that 
suggest that the reduction of thyroid function testing and adjustment of ‘normal’ parameters 
has led to world-wide increases in patient dissatisfaction regarding thyroid treatment regimes. 
Given these findings, it is not surprising that suboptimal thyroid function testing and the 
associated costs for requesting more thorough pathology, were a subject of contention for 
many participants.  
In addition to participants’ perceptions related to suboptimal pathology testing; results of this 
study also revealed a dissatisfaction with the current management of pharmaceutical 
treatments. Participants reported that the solution presented by general practitioners often 
only involved increases to their thyroxine dose without consideration to other causative 
factors, which may be contributing to their symptoms. They reported feeling as though 
doctors did not care and that they ‘placed them in a box’ and did not see them as an 
individual person. Given that all participants reported that they continue to suffer symptoms 
related to their condition and several felt ostracised by family and the healthcare system; it 
makes sense that they would advocate for more collaborative efforts in thyroid disease 
management. It may also help to explain why symptoms were the main catalyst for seeking 
thyroid related health information and why some participants tended to undertake 
questionable self-management practices. 
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Recommendations 
The findings of this study identified the numerous challenges individuals faced when 
receiving, accessing and using information to assist in self-managing their thyroid condition. 
The following recommendations were developed from the findings and are presented in 
relation to practice, policy and further research.  
Practice 
The following recommendations for practice have been suggested due to the findings of this 
study, which are suggestive that current thyroid management regimes appear to have an ad-
hoc approach with no guiding framework, resulting in deficiencies in information provision, 
treatment options and collaboration.  
• There appears to be a need for a framework that guides self-management right from
the time of diagnosis that is multidisciplinary in its approach and provides ongoing
support that is similar to standards and guidelines such as the 2017 American National
Standards for Diabetes Self-Management Education and Support (Beck et al., 2017),
and the Royal Australian College of General Practitioners (RACGPs) General
Practice Management Guidelines for Type 2 Diabetes (RACGP, 2016). The
introduction of a structured framework would help to ensure that all people with a
thyroid condition are referred for formalised evidence –based patient education with
delivery options for either individual or group education that are in person or online
and which are culturally sensitive and safe,  and tailored to the needs of
socioeconomically disadvantaged populations. A framework that guides self-
management practices would assist to improve networking and information resources
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and provision so that the individual with a thyroid disorder is working in partnership 
with their healthcare professional and develops a clear understanding of their 
condition, available treatment options and symptom management. This structure 
would also help facilitate patient engagement in activities that promote health and 
wellbeing and assist them to manage the impact of their condition on their physical 
and psychological functioning. 
Identifying barriers to self-management would need to be an important consideration 
in the development of the suggested framework. Issues around cognition, physical 
disability, mental health, health literacy, socioeconomic constraints, geographical 
location and access to services can have an impact on the ability of the person to self-
manage their condition effectively and must be taken into account during the 
management plan development process. Implementation of structured education 
sessions that tailor health information for individuals with lower literacy levels could 
assist in minimizing these barriers and help facilitate improved knowledge acquisition 
and understanding. 
• The structure and planning of the education sessions needs to be appropriate to the
information needs of the client, and include general thyroid information, as well as
facilitating the interpretation of pathology results, diet information, symptom
management and how to minimise the risk of complications. An approach such as the
website evaluation method “TRUTHFUL”, developed by O’Sullivan & Benham-
Hutchins (2011) could be incorporated into the educational component of the
suggested framework to empower patients to be able to evaluate online health
information credibility and whether it should be taken on as part of their self-care
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regime. Research asserts that a structured approach to education will not only 
significantly improve the overall health and wellbeing of patients but also contribute 
to reducing hospitalisation rates of people with chronic illness (Lorig, Ritter, Ory & 
Whitelaw, 2013), so it makes sense for this type of framework to be specifically 
integrated into current thyroid management practices.  
Policy 
The following policy recommendations could become elements included within the 
framework discussed above and be part of the larger national strategic framework for chronic 
illness. 
• The results of this study indicated a need to consider the standardization of more
thorough thyroid function testing for all patients with a diagnosed thyroid condition as
currently the PBS only covers TSH and this was a concern voiced by several
participants.
• There also appears to be a need for the introduction of a mandatory referral to an
endocrinologist at the time of diagnosis, as this may help to alleviate some of the
initial information confusion experienced by individuals.
• The amalgamation of integrative services with mainstream medicine within the
primary healthcare setting could be considered, to assist in helping to further bridge




Due to the paucity of research regarding information seeking behaviours of people with 
thyroid disorders, the following recommendations have been made.  
• Further research is needed regarding information seeking behaviours and self-care
practices of individuals with thyroid conditions on a larger scale (national or larger
state sample).
• More resent data is needed regarding the prevalence of thyroid disorders in Australia
to accurately identify the extent of the occurrence and burden of thyroid disorders on
the Australian population. The last prevalence figures gathered were published in
2012 (8 years ago).
• More research is needed regarding thyroid management approaches currently
undertaken in Western Australia and nationally.
Limitations 
The results of this study are important in providing insight into the information seeking 
behaviours and self-care practices of individuals with thyroid disorders. As with all research, 
there is always the possibility of bias and limitations. Although every effort was made to be 
impartial and bracket any assumptions regarding this topic, it is still possible that this study 
was affected by researcher bias. Hence, the interpretation of the data collected from this study 
may have been affected by either my personal experience with a thyroid disorder or my 
knowledge base as a registered nurse and educator. Every effort was made to approach every 
140 
aspect of this study through an objective lens however, although my personal experience with 
a thyroid disorder could be viewed as a possible limitation it may also be viewed as an 
advantage in eliciting richer data, especially in the individual interviews. Several participants 
stated they felt comfortable sharing their experiences with me as I came from ‘a place of 
knowing’.  
This research used a purposive sample, as it was essential that all participants be diagnosed 
with a thyroid disorder. The small sample size of nine participants, with the majority being 
female were limitations of this study. Although the number was small and predominantly 
female, responses correlate with other qualitative exploratory studies conducted on 
information seeking behaviours. Member checking was not possible due to the time 
restrictions associated with the undertaking of this degree. Alternatively, all participants have 
been provided with a summary of the findings of this research (Appendix G) and the 
feedback received to date has been positive.  
The limitations associated with focus groups were identified in the development phase of this 
study and it is possible that there was a reluctance to disclose personal experiences within the 
focus group setting due to personality differences and the social stigma associated with 
chronic illness. There may have also been reservations in disclosing information simply due 
to the collaborative nature of focus groups due to the fear of their views not being accepted 
by the group.    
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Conclusion 
This study aimed to explore the experiences of individuals with seeking, receiving and using 
health information required to assist with the self-care of thyroid disorders. The use of 
interpretive description as a methodology allowed for enhanced researcher engagement with 
the participants’ experiences and perceptions; represented by subthemes and themes that 
arose from the manual transcription of the interview data. The use of group and individual 
interviews allowed for the gathering of rich data that represented the perceptions of a small 
group of people with thyroid disorders and their experiences with seeking and receiving 
health information. The results of this research adds weight to existing work and provides 
direction for further study.  
Albert Banduras’ self-efficacy theory (1977 & 2012) helps in understanding the motivations 
for seeking thyroid health information and self-care practices. Motivations for seeking 
information were primarily symptom driven but also influenced by other physical, social and 
psychological factors such as the state of their disorder, the impact of their thyroid condition 
on daily living, experiences with the healthcare system and their social networks. These were 
reflective of Bandura’s influences on self-efficacy, which include the development of self-
belief (social persuasion) an individual’s current physical and psychological health, 
witnessing others achieve similar goals (social modelling) and the development of resilience 
through the successful navigation of challenges faced (mastery).  
This study advances our understanding of the need for improved information provision and 
understanding at the time of diagnosis and thereafter. The results of this study identified a 
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need for a more structured approach to thyroid management and information provision. It is 
important for health professions and healthcare facilities to consider a framework that 
addresses the information and healthcare needs of the individual from the time of diagnosis 
and which is tailored for more disadvantaged populations, including the elderly and those in 
remote locations with limited access to healthcare services. Having a more structured 
approach to information provision may assist in lessening the perception of neglect and 
dismissal and assist in developing patient empowerment and knowledge and facilitate 
informed decision making regarding their self-care practices.  
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Appendix B: Focus group and individual interview indicative questions 
1) What type of information has been provided to you by health professionals to help
you self-manage your thyroid condition?
2) Did you find the information useful? If so in what way was it useful?
3) Can you describe any difficulties you might have had with health professionals
providing information?
4) What types of information do you source yourself to help you self-manage your
thyroid disorder?
5) What have you found to be helpful about this information?
6) What are some of the barriers you experience when trying to access thyroid specific
information?
7) What needs do you believe are not being met that would help you to better manage
your thyroid condition?
8) What do you believe needs to improve in order for you to manage your thyroid
disorder more effectively?
9) What types of thyroid resources would you like to be made available to you?
10) Which of your symptoms worries you the most and that you have the most
difficulty in getting information for?
11) In your opinion, what makes some resources difficult to access?
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Appendix C: Consent form 
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Appendix D: Pre-focus group and individual interview demographic data questionnaire 
1. Please indicate your gender:   Female □   Male □
2. What is your current age? ______________
4. In which postcode do you currently reside?  ___________________________
4. Please select the answer that best describes your thyroid disorder
a) Autoimmune Thyroiditis □
b) Grave’s Disease    □
c) Thyroid Cancer    □
d) Thyroid Nodules    □
e) Subclinical hypothyroidism   □
f) Subclinical Hyperthyroidism    □
g) Hypothyroidism (specific type unknown) □
h) Hyperthyroidism (specific type unknown) □
I) Other: _______________________________________________







Appendix E: Collected participant demographic data 




Current Thyroid Medications 





P2 62 F 6210 Autoimmune 
Thyroiditis 
Natural Desiccated Thyroid (NDT) 
P3 74 F 6155 Autoimmune 
Thyroiditis  
Compound Thyroid Extract 
Vitamin D, Magnesium  
P4 43 F 6175 Autoimmune 
Thyroiditis 
(Hashimoto’s) 
Natural Desiccated Thyroid (NDT) 
60mg mane, 15mg at 15:00 hours 
Supplements: polypill (specific to 
deficiencies) 
Magnesium 2 tablets daily 
Mega B vitamin daily 
Meta-genies T-Clear 4/day 
Meta-genies Metapure EPA/DHA 
2 per day 
Meta-genies neuro-calm 4/day 




Vitamin D 1/week 
P5 57 F 6210 Autoimmune 
Thyroiditis 
(hypothyroidism) 
Thyroid extract and T3 
P6 61 F 6226 Hashimoto’s Thyroxine 150mcg mane 




P8 48 F 6215 Hypothyroidism 
(specific type 
unknown) 
Once daily medications: Natural 
Desiccated Thyroid (NDT)  
Andrenalplex, T2, Fish oil  
Probiotics, Weekly Colon cleanse 
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Appendix G: Summary of findings sent to participants 
